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PROCEEDINGS OF THE FIFTH ANNUAL CONFERENCE OF THE 
MODEL REPORTING AREA FOR BLINDNESS STATISTICS 
BOSTON, MASSACHUSETTS 
MAY 19-20, 1966 


I. INTRODUCTION 


The Fifth Annual Conference of the Model 
Reporting Area for Blindness Statistics (MRA), 
sponsored by the National Institute of Neuro- 
logical Diseases and Blindness (NINDB),! 
in cooperation with the Division of the Blind, 
Massachusetts Department of Education, was 
held on May 19-20, 1966, in Boston, Mass. 
The agenda of the Fifth Annual Conference was 
concerned with the progress and development 
of the MRA, blindness statistics produced from 
the MRA program, status report on the Index 
and Standard Classification of Causes of Severe 
Vision Impairment and Blindness, exploration 
of the use of blindness registers for screening of 
persons with homocystinuria, proposal for a 
continuing analysis of MRA register experience, 
and selected current activities and research in 
blindness and severe vision impairment which 
related either directly or indirectly to the 
Model Reporting Area. 

In attendance at the Fifth Annual Conference 
were the administrators and/or registrars or 
their representatives from all 14 member States, 
including the States of South Dakota and Utah 
which were formally admitted to the MRA at 
the Conference; representatives from 6 non- 
member States, and representatives from 
various Federal agencies, national and State 
voluntary and private agencies, and other 
institutions concerned with the problem of 
vision impairment. The MRA States repre- 
sented were Connecticut, Kansas, Louisiana, 
Massachusetts, New Hampshire, New Jersey, 


1 National Institutes of Health, Public Health Service, U.S. Depart- 
ment of Health, Education, and Welfare. 


New Mexico, North Carolina, Oregon, Rhode 
Island, South Dakota, Utah, Vermont, and 
Virginia. Nonmember States represented were 
the District of Columbia, Georgia, Maryland, 
Michigan, New York, and Texas. Attending 
from voluntary agencies were representatives of 
the American Foundation for the Blind, the 
National Society for the Prevention of Blind- 
ness, and the Canadian National Institute for 
the Blind. The following national private 
agencies were represented: Catholic Guild for 
All the Blind including the American Center for 
Research in Blindness and Rehabilitation, 
Rehabilitation Codes, and Research To Pre- 
vent Blindness. Federal agencies with blind- 
ness programs which were represented at the 
Conference included the Library of Congress, 
the Bureau of State Services, the National 
Center for Health Statistics, and the National 
Institute of Neurological Diseases and Blind- 
ness of the Public Health Service. Other 
agencies and institutions represented were 
Morgan Memorial, Russell Sage Foundation, 
Brandeis University, Johns Hopkins University, 
Massachusetts Insitute of Technology, Perkins 
School for the Blind, and University of Alex- 
andria, Alexandria, Egypt. 

Dr. Hyman Goldstein, Chief of the Bio- 
metrics Branch, NINDB, presided at the 2-day 
Conference. Dr. Goldstein, speaking for the 
NINDB and the Model Reporting Area, 
commended with gratitude the efforts of the 
Division of the Blind, Massachusetts Depart- 
ment of Education, in its role as host to the 
Fifth Annual Model Reporting Area Conference. 

Mr. John F. Mungovan, director, Massa- 
chusetts Division of the Blind, in welcoming 
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the conferees, expressed the pleasure of his 
division in hosting the Conference and his 
hope for a very productive, interesting, and 
pleasurable meeting. 


Il. SPECIAL PRESENTATIONS 


a. Dr. Victor A. McKusick, Professor of 
Medicine, The Johns Hopkins Hospital, 
Baltimore, Md., presented a paper on 
“Homocystinuria Screening Project.” 
(See app. A for this paper and discus- 
sion which followed.) A summary of 
the paper appears below. 


SUMMARY 


Dr. McKusick stressed that blindness 
registers could be very valuable sources of 
material for the investigation of specific entities 
which require access to specific patient groups. 
This point is of particular importance when 
such entities involve hereditary factors. With 
reduction in this country in blinding disorders 
based on infectious and nutritional etiologies, 
those that are genetically determined, in 
whole or in part, are assuming greater 
importance. 

Dr. McKusick stated that homocystinuria is 
a genetic defect in metabolism in which pro- 
gressive myopia and dislocation of the lenses 
occur in the first decade of life. It appears that 
proper dietary treatment initiated early can 
arrest the progression of the disease and perhaps 
cause some restitution toward normal. Con- 
sequently, for practical as well as scientific 
reasons it is worthwhile to try to identify all 
cases. This can be done by the cyanide- 
nitroprusside test applied to urine from patients 
with dislocated lenses or suspected Marfan’s 
syndrome which is somewhat similar to homo- 
cystinuria. 

He asked the MRA States for their assistance 
in securing the cooperation of those on the 
blindness register who have dislocated lenses or 
suspected Marfan’s syndrome to furnish a 
urine sample. He stressed that the confi- 
dentiality of the register would be preserved, 
the privacy of the patient maintained, and the 
cooperation of the reporting physician sought. 

b. Dr. Hyman Goldstein, Chief, Biometrics 

Branch, National Institute of Neuro- 


logical Diseases and Blindness, presented 
a paper on “Review of Development of 
the Model Reporting Area for Blindness 
Statistics.” (See app. B for this paper.) 
A summary of the paper appears below. 


SUMMARY 


Dr. Goldstein reviewed the growth of the 
Model Reporting Area for Blindness Statistics 
(MRA) from its inception in 1962. In this 
process, certain deficiencies in geographic 
coverage of the MRA have become apparent. 
In view of the fact that geographic coverage 
and ethnic group coverage are related, ex- 
pansion of the MRA to include certain key 
States is vital if urgently needed national 
estimates of the prevalence and incidence of 
blindness by age, sex, race, cause of blindness, 
etc., are to become available. Another problem 
stressed by a panel that reviewed the activities 
of the MRA, is concerned with the need for 
studies of completeness of reporting of blind- 
ness in the various MRA States and in States to 
be admitted to MRA in the future. Also needed 
are studies of the reliability and validity of the 
data submitted by reporting sources to MRA 
registers. Such studies would be undertaken as 
soon as possible and as funds and personnel 
permitted. 

ce. Dr. Ralph G. Hurlin, chairman, Sub- 

committee on Classification, Committee 
in Operational Research, National Society 
for the Prevention of Blindness, presented 
a paper on “The Standard Classification 
of Causes of Severe Vision Impairment 
and Blindness.” (See app. C for this 
paper and discussion which followed.) 
A summary of the paper appears below. 


SUMMARY 


Dr. Hurlin first spoke briefly concerning the 
present status of the National Society for 
the Prevention of Blindness (NSPB) standard 
classification plan, which has been used by 
the MRA States since 1968, but his main 
emphasis concerned the need for supplementing 
the standard classification by procedures stand- 
ardized in other important aspects, if valid 
statistics are to be obtained. He expressed 
belief that the NSPB classification had been 


greatly improved as a result of its adoption 
and use by MRA, partly through the “not 
drastic” changes which had been made in its 
categories, but chiefly due to the development, 
jointly by the NSPB committee and the MRA 
staff, of the extensive, coded Index of Diagnos- 
tic Terms that now provides definition of the 
previously indefinite categories. He indicated 
that need would be found for more changes in 
the categories, and hoped that they would be 
made as need for them is seen. He stressed 
the importance of the detailed statistics that are 
obtained by cross-classification of type of 
affection by etiology, and the desirability of 
publishing the detailed statistics, holding that 
separate statistics for the two parts of the 
classification were not of great value. 

Referring to the acceptance of the principle 

of the NSPB classification in other countries, 
Dr. Hurlin said that while much is to be gained 
from the use of essentially comparable classi- 
fication plans, standardization of classification 
is not enough to insure comparability and 
soundness of cause statistics. He then proposed 
and discussed briefly the following six require- 
ments as necessary parts of a satisfactory total 
standard procedure for the production of cause- 
of-blindness statistics, commenting concerning 
each on the present MRA procedure: 

1. Use of a standard definition of the 
indefinite term “‘blindness.”” MRA pro- 
vides such a definition. 

2. Collection of diagnostic data only from 
physicians who are specialists in ophthal- 
mology. MRA makes this requirement. 

3. Collection of diagnostic data through, 
and acceptance of such data from, only 
mature registers of blind persons. In 
a mature register, the proposed additions 
and removals will be in approximate 
balance. MRA does not make this 
requirement. 

4. Use of a standard twofold plan of classi- 
fication. Such a classification, developed 
by NSPB, is used by MRA. 

5. Use of standard coding procedures. MRA 
makes this requirement. 

6. Use of a standard report form in the 
collection of diagnostic data from phy- 
sicians. MRA does not make this re- 
requirement. Dr. Hurlin expressed hope 


that, with respect to the proposed 
requirements 3 and 6, MRA’s procedure 
could be modified for the coming year. 

d. Mr. Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB, presented 
a paper on “Proposal for a Continuing 
Analysis of Model Reporting Area Regis- 
ter Experience.’ (See app. D for this 
paper.) A summary of the paper appears 
below. 


SUMMARY 


Mr. Goldberg referred to the recently com- 
pleted and published study on the survivorship 
and causes of death among the blind, conducted 
by the Biometrics Branch, NINDB, with the 
cooperation of the Massachusetts Division of 
the Blind. The success of that study led the 
Biometrics Branch to the consideration of a 
longitudinal study of the subsequent status and 
survivorship patterns of persons registered as 
blind with the Model Reporting Area (MRA) 
States. The way the registers are being main- 
tained in the MRA States makes it feasible to 
conduct such a study on a continuing basis in a 
prospective manner, without any material 
burden to the States themselves. The key to 
the proposal is the prospective nature of the 
study by which persons would be followed 
from the time of registration until they die or 
are otherwise removed from the register, or 
until a fixed number of years has passed. 

Mr. Goldberg discussed the various objec- 
tives of the study as they related to survivor- 
ship rates, causes of death, sight recovery rates, 
readmissions to the register, migration patterns, 
and effects of various services on survivorship. 

Sources of information for the study would in- 
clude the records of the blindness agencies in 
the Model Reporting Area States, the death 
certificates from the vital statistics officers of 
the MRA States, and certain published data 
from the National Vital Statistics Division. 

Mr. Goldberg suggested that it may be 
desirable to initiate the proposal on a pilot 
basis, by confining the activity to one State for 
perhaps 1 year, so as to determine what some of 
the problems might be and to provide a means 
for streamlining the methodology for applica- 
tion to other MRA States. 


With regard to the starting point for the 
study, Mr. Goldberg offered various alterna- 
tives, but he suggested that it probably would 
be most desirable to start with current additions 
to the register in the year in which the study is 
initiated and also to include in the continuing 
followup all subsequent additions through the 
life of the study. 

A life-table type of analysis by sex, race, and 
cause of blindness, similar to that used in the 
Massachusetts survivorship study, would be 
employed. The analyses will be conducted 
both on an individual State basis as well as for 
the MRA as a whole. Mr. Goldberg stated 
that various details as to specific types of 
analyses and specific procedures would have to 
be worked out. 

e. Dr. M. E. Said, professor of ophthalmol- 
ogy, Faculty of Medicine, University of 
Alexandria, Alexandria, Egypt, presented 
a paper on “The Blindness Register 
Survey in Egypt.” This paper was 
prepared by Dr. Said, Dr. A. Korra, 
project control officer, and Dr. K. 
El-Kashlan, chief statistician, the Blind- 
ness Register Survey in Egypt. (See 
app. E for this paper.) A summary of the 
paper appears below. 


SUMMARY 


Dr. Said gave a preliminary report on a 
survey of visual acuity with best correction and 
field of vision of the population in two urban 
areas in Alexandria, Egypt, and in 23 villages 
outside that city. The project, started in 
March 1965 and to run for 3 years, is a co- 
operative one between the University of 
Alexandria and the National Institutes of 
Health and is financed by Public Law 480 
funds. 

The objectives of the project are: (1) To 
determine what, if any, modifications may be 
made in Model Reporting Area procedures to 
get comparable blindness statistics in a less 
developed country; (2) to determine the preva- 
lence, incidence, and causes: of blindness in 
Egypt in specified urban and rural areas. 

There are three phases to the study: (1) 
Phase I, designed to secure data on the preva- 
lence of blindness by age, cause, sex, etc., 
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involved the visual screening of a random 
sample of approximately 4 percent of the house- 
holds in the urban and rural areas; (2) Phase II 
was designed to build up a blindness register by 
visually screening as many persons as possible 
of the approximately 125,000 urban persons and 
125,000 rural persons in the areas under study 
on the basis of a voluntary visual screening 
examination; and (8) Phase III was designed 
to secure data on incidence of blindness by age, 
sex, cause, etc., In a random sample of approxi- 
mately 4 percent of the households in the urban 
and rural areas under study in Phase I by 
reexamining approximately 18 months later 
those of the individuals examined in Phase I 
who were still living. By comparing the data 
of Phases I and III, the incidence may be 
ascertained. 

Findings of Phase I were as follows: 

1. Approximately 40 percent of those ex- 
amined in urban areas were male and 
about 60 percent, female. In the rural 
areas the percents were 49 and 51 
respectively. 

2. In the urban area, about 55 percent of the 
examinees were under 25 years and 3 
percent were 65 years and over. Cor- 
responding percentages in the rural areas 
were 48 and 2. No significant differences 
were evident between the age distribu- 
tions of males and females. 

3. The urban blindness prevalence rate was 
1,437 per 100,000 for both sexes, with 
rates of 1,198 for males and 1,600 for 
females. In the rural areas the blindness 
prevalence rate for both sexes was 4,679 
per 100,000 with rates of 3,360 and 
5,962, respectively, for males and females. 
The rates for females were consistently 
higher than male rates, irrespective of 
size of village. The difference between 
urban male and female rates was not 
statistically significant. However, that 
between rural male and female rates was 
significant at the 5-percent level. Simi- 
larly, the difference between urban male 
and rural male rates was significant as 
was that between urban female and rural 
female rates. 

4. Although those under 25 years in the 
urban areas accounted for 55 percent of 


those examined, the blind under 25 years 
represented about 7 percent; those 65 
years and over represented about 3 per- 
cent of those examined and 29 percent of 
the blind. In the rural areas, those under 
25 years composed 48 percent of the popu- 
lation examined but only 8 percent of the 
blind; those 65 years and over comprised 
only 2 percent of those examined and 25 
percent of those found to be blind. 

. The urban age-specific prevalence rate 
rose from the youngest age group to the 
oldest, with marked increases noted in 
the groups above age 45. However, the 
female rate reached its peak in the age 
group 65-74 years and then decreased 
somewhat. The rural age-specitic preva- 
lence rate also rose reaching its peak at 
age 75 years and over in which age group 
two of every three members were found 
to be blind. The female rates were higher 
than male in each age group and their 
increases with age more marked. Such 
increases in rate with age were generally 
found irrespective of size of village. 

. The prevalence rates for all affections 
combined as well as those for cataract, 
purulent ophthalmia, corneal ulcer due to 
bacterial infection, and glaucoma were 
considerably greater in the rural areas 
than in the urban ones. Only myopia 
failed to show this picture. Cataract had 
the highest prevalence rates for males and 
females in the urban areas with purulent 
ophthalmia rates following in magnitude. 
This picture was reversed in the rural 
areas with purulent ophthalmia leading 
the list of affections, followed by cataract. 
Since the etiology of purulent ophthalmia 
is an infectious disease, it would seem 
that the problem of infection, as it 
concerns the etiology of blindness, is more 
acute in the rural areas than in the urban 
ones. In both urban and rural areas the 
prevalence rates rose with age. However, 
in some affections there was a leveling off 
at age 65-74 years. Female rates ex- 
ceeded those for males in the urban areas 
for all affections combined and for all spec- 
ified affections except corneal ulcer due 
to bacterial infection, and myopia. In the 


rural areas female rates were greater 
than male ones for all affections combined 
and for every specified affection tabu- 
lated. 


lil. PROGRESS IN MODEL REPORTING 
AREA STATES DURING 1965 


CONNECTICUT: Mr. McCollam indicated 
that in his opinion Connecticut definitely has 
made good progress in the past year. A thor- 
ough “‘housecleaning”’ of the register has been 
accomplished to the point where all the figures 
deriving from the register are considered to be 
solid. All persons on the register are followed 
up at least annually. A check in 1965 of 
the total register of some 3,200 names re- 
vealed that only 166 persons had not received 
some individual service from the agency during 
the year. Only 2 persons of the 166 could not 
be located through letter, phone, or personal 
contact. Mr. McCollam felt that the intensity 
with which his agency has worked on updating 
the register has paid off with a really accurate 
count. He touched on a number of problems 
facing his agency. Among these was the change 
in coding rules that had been instituted during 
the past year. He wondered whether there 
was need for such “ultra refinement’’ of the 
coding. The coders can only work with what 
is on the eye report form. Another problem had 
to do with the difficulty of coding certain mul- 
tiple causes. He looked forward to publication 
of the manual of coding instructions by the 
National Society for the Prevention of Blind- 
ness as a means of helping the coders in this 
general area. He thought that the mid- 
February deadline for submission of punchcard 
decks to NINDB did not allow sufficient time 
for the necessary data processing and wondered 
whether other States had the same problem. 
Mr. McCollam concluded by stating that his 
program is going very well and that the agency 
was very well satisfied with the results ob- 
tained and with the cooperation it has had 
from the Biometrics Branch, NINDB. 


KANSAS: Miss. Blase reported progress in 
securing more complete data for registration, 
particularly in getting more ophthalmological 
reports, i.e., about 95-98 percent of all medical 
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reports are from ophthalmologists. Progress 
also was made in updating the register by 
working jointly with the Department of Social 
Welfare’s accounting staff. All medical data 
are being reviewed for accuracy prior to re- 
cording. Miss Blase indicated that more use is 
being made of the register. The Kansas State 
Board of Health has used it to develop its safety 
program. It has been used to develop a 
register of employed blind by the vocational 
rehabilitation program, as well as to identify 
service needs. The State Motor Vehicle 
Department uses it in connection with drivers’ 
licenses. Miss Blase was of the opinion that 
there was a problem of underreporting blind 
persons to the register because some physicians 
do not report a case unless the person is re- 
questing a specific service from the Division of 
Services for the Blind. With the advent of 
medicare and the broadening of public as- 
sistance medical care programs, it is probable 
that the division will be getting even less reports 
on the blind from physicians. Although at the 
present time there is a statewide medical 
program to provide eye treatment to people 
needing it to restore vision and to prevent 
blindness, payment for most of these services 
has been taken over by the State public 
assistance program which has accounted for 
the division receiving about 50 percent of its 
reports on blindness. However, because the 
welfare program does not require reports, it 
would appear that fewer reports will be forth- 
coming. The division’s advisory committee has 
requested that such reports continue to be sent 
to the division even though the bill for services 
is being paid by the Department of Social 
Welfare. Mr. Hayes underscored the concern 
of the division in continuing to receive medical 
reports under its eye-treatment program which, 
since its origin in 1987, has been productive of a 
large percent of the eye information received. 
At the time it was established the program 
provided for eyes a quality of medical service 
that was unknown for other disabilities. 
Happily this has resulted in other medical care 
quality rising to the level it set. Furthermore, 
the scope has broadened to the point where the 
eye-care program is being taken over. Al- 
though this is a good thing basically, the danger 
lies in not being able to get eye information 


6 


from a large part of the population that will be 
securing public medical care for this type of 
disability. Both Miss Blase and Mr. Hayes © 
thought that blindness programs in other States 
would be facing this problem and invited 
discussion. The new codes, to date, have not ~ 
created too many problems in Kansas. The 
State supervising ophthalmologist does most 
of the coding. For the most part, any ques- 
tions and any different points of view regarding 
the coding have been resolved. In closing, 
Mr. Hayes indicated his interest in determining 
to what degree his register is underreported. 
In his opinion the Hurlin estimate of 4,100 
legally blind for Kansas was too high. How- 
ever, in his opinion his register total of 3,200 
represents some underreporting but probably is 
closer to the actual number of blind in the 
State. He was interested in learning of 
techniques or methods by which to evaluate the 
completeness of his register. 


LOUISIANA: Mr. Bridges stated that his 
greatest problem was concerned with updating 
the register. In 1965 it was found that almost 
4,000 of the 6,217 on the register at the begin- 
ning of the year were receiving some type of 
service. The records of the approximately 
2,000 persons not getting services were re- 
viewed by the staff. Of these about 800 were 
identified as still living and blind. A double 
posteard self-addressed for return by the 
respondent was sent to the remaining 1,200 
registrants. The recipient was asked a few 
questions about change of address, whether his 
vision had changed, and whether he was 
interested in receiving services from the 
Division for the Blind. Many replies were 
received. All of the approximately 1,200 
recipients were located with the exception of 3. 
In February 1966 a newsletter was sent to all 
registrants in order to see whether those persons 
who were not receiving services might be 
interested in receiving them. The newsletter 
gave details of the kinds of services available to 
the blind. Many persons responded with 
requests for services. 

Mr. Bridges stated that a blind services file 
has been worked out with their data processing 
department, i.e., all programs are being coded. 
The data processing department maintains a 


filecard to keep information relating to the type 
of service furnished each blind person and the 
duration of such service. This enables the 
division to determine annually how many and 
which persons did not receive services during 
the year. 

In Mr. Bridges’ opinion, the division is not 
doing a good job of educating the ophthalmol- 
ogist to refer blind persons to the register. 
This may be a problem that is common to other 
States. In an attempt to inform the ophthal- 
mologist what the division was doing, the 
agency had an exhibit at the last meeting of the 
New Orleans Academy of Ophthalmology at 
which time various pamphlets of the division 
and various MRA statistical reports were made 
available. Some physicians showed consider- 
able interest in the statistics of these reports. 
It is hoped that increased referrals may result. 
A similar exhibit was shown at the Mississippi 
and Louisiana Academy of Ophthalmology 
_meeting at Biloxi, Miss. Miss Ford indicated 
that an estimate of the number of blind people 
in Louisiana and in the United States, as well 
as the major causes of blindness in Louisiana, 
were included in materials mailed to ophthal- 
mologists in Louisiana. Of the physicians that 
replied, at least half asked for additional 
statistics. This indicated an interest in data of 
this type. Miss Ford stated that there was 
some delay in sending coded forms to Bethesda 
because of the delay in receiving the new codes. 
She indicated, however, that many of their 
coding problems were being resolved by the 
new codes. 


MASSACHUSETTS: Mr. Mungovan pointed 
out that in his State the problems have been 
related to the reporting of race and age of the 
blind and the discipline of examiner. Race has 
never been reported in the past because it was 
not considered necessary by the division. It 
was assumed that the discipline was so pre- 
dominantly ‘ophthalmologist’ that it was not 
necessary to report it. However, to conform 
to MRA standards, a start was made to record 
this information. The system has been grad- 
ually improved so that the needed information 
would be forthcoming. As soon as a case is 
registered, an acknowledgment is sent to the 
physician. Another letter, enclosing an in- 


formation pamphlet, is sent to the registrant 
indicating that shortly he -would be contacted 
by somebody from the division. Within a few 
weeks, the registrant is contacted by telephone 
first to make an appointment for a visit from a 
division staff member. If the registrant refuses 
to see such a staff person, no further attempt is 
made. If the reply is affirmative the visit is 
made. 

He mentioned that, with the change in 
system, a statistical card is started at the point 
of registration with only the barest information. 
At the same time a face sheet is completed with 
the information obtained from the eye report. 
The face sheet is routed through the division to 
a fieldworker who makes the initial contact with 
the registrant and completes the face sheet with 
information on race, age, and any data left off 
the eye report form by the physician. The 
face sheet is then returned to the statistical 
clerk for processing. In Mr. Mungovan’s 
opinion the new system should improve the 
quality of the statistics. In updating, a post 
card is sent out late in the year to every person 
with whom contact had not occurred that year. 
Through nondelivery of mail, it is learned that 
certain registrants have moved, or have died, 
or should be taken off the register. 

In order to keep the ophthalmologist inter- 
ested in reporting, a short abstract with a few 
high points of the MRA annual statistical 
report is sent to him. The actual MRA 
statistical report is sent if requested. Mr. 
Mungovan stated that at a recent meeting of 
the New England Ohpthalmological Society he 
learned that Massachusetts ophthalmologists, 
in general, do not report a person who is legally 
blind with an operable condition, such as 
cataract, if he is going to undergo surgery in 
the near future. It seems that the ophthal- 
mologists do not report such cases to the 
Division of the Blind because they are not 
aware of the fact that the division would furn- 
ish any of the costs of rehabilitation and of the 
medical services. Mr. Mungovan stated that 
when the operating physician is paid by a 
prepayment plan or by the patient or where the 
physician performs the operation or service 
gratis, the patients often are not reported. 
Mr. Mungovan was uncertain as to whether 
such a patient should be considered blind if it 


q 


is a temporary condition which can be removed 
by surgery. 

Although excellent relationships exist be- 
tween the ophthalmologists and the division, 
in general, they do not seem to be aware that 
payment by the Vocational Rehabilitation 
Administration, through the division, would be 
permitted for hospital and surgical fees for 
this type of operation. In closing, Mr. 
Mungovan indicated his hope that ultimately 
he would have a larger statistical staff to keep 
up with the work. 


NEW HAMPSHIRE: Mr. Camp stated that 
progress had been made during the past year 
despite the fact that his agency lost their 
registrar who had been on staff for 25 years and 
despite the fact that their medical-social work 
consultant had been transferred to other work 
in the department. During the year the New 
Hampshire blindness register was put on IBM 
ecards. He indicated that dealing with the data 
processing people and their scheduling problems 
was a completely new experience for his agency. 
Having gone through the difficult period of 
conversion, he was optimistic about the future. 

Some tangible progress already has been 
made in the area of updating as a result of 
conversion to IBM. For instance, the annual 
procedure of sending a letter to each town 
clerk listing the known blind in that town and 
asking the clerk to add to or subtract from it 
has been expedited considerably. The con- 
version has produced a machine listing of the 
1,125 persons on the register. This permitted a 
followup on the persons who were not getting 
services. The result was that a lot of deadwood 
was cleared out of the register. There is also 
the cold realization that just knowing that 
there are 1,125 persons on the register does not 
mean that very much is being done for them. 
It has pointed up the fact that a staff is needed 
to get to these people and to service them. 
Although the register has been brought up to 
date, the agency is in a transitional stage and 
has not, as yet, realized all the good results it 
hopes it will realize from it. One of his un- 
solved problems is concerned with the people 
who do not come within the legal definition of 
blindness. In his opinion the New Hampshire 
Services to the Blind would sooner or later 
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become a unit for the blind and visually handi- 
capped. The visually handicapped, even 
though not legally blind, need services. It was 
his hope that some day the definition of the 
legally blind would include these people. 


NEW JERSEY: In Mr. Kohn’s opinion, New 
Jersey has about the same problems mentioned 
by representatives of other States. The new 
classification system of causes of severe vision 
impairment and blindness was found to be 
thorough, also quite complex. He wondered 
whether or not there might be an opportunity 
for a training session for the registrars and 
others that were involved in classification. 
With respect to updating, the procedures are 
much like those employed in other States, using 
a letter, however, instead of a post card. An 
attempt is made to reach about half of the 
register every second year in this letter which is 
sent to those not having services during the 
past year. 

Mr. Kohn mentioned that a letter was sent 
to some 3,700 registrants who were approaching 
their 65th birthdays to remind them of the 
deadline on medicare applications. This re- 
sulted in about 600 letters being returned 
because of ‘“‘unable to locate,’ “deceased,” 
“moved,” or “no address.” The agency was 
thus able to effect a bit of housecleaning at the 
same time that it sent an informational item 
out to a particular group of registrants. The 
annual statistical reports of the MRA have 
been made available to ophthalmologists 
throughout the State. Accompanying the 
statistical report is a letter. An attempt is 
made to direct the letter to some aspects that 
might be of interest to the ophthalmologists. 
These aspects have varied from year to year. 
At the same time the agency did a digest of 
their own statistical information and made it 
available for public relations purposes to the 
board of the New Jersey Commission for the 
Blind and to other high level groups in the 
State. 

During the process of feedback, a civil rights 
question was raised as to why the agency 
referred to race in its statistics. Mr. Kohn 
stated that the item of race was important, 
not in a discriminating manner, but rather as 
identifying information needed for medical 


and research purposes, particularly with re- 
spect to (1) any relationships between eye 
conditions and racial status and (2) making 
sure that nonwhites, as well as whites, were 
receiving the services needed and requested. 
The matter was referred right up to the New 
Jersey State Board of Control. But nothing 
further came of it. Mr. Kohn mentioned that 
at least one Federal department has recom- 
mended that information on race be put back 
on applications for employment in the de- 
partment after having had this information 
removed in the past. 

Mr. Kohn also suggested considering the 
possibility of incorporating some of the data 
emerging from the MRA into a format suitable 
for use in the teaching of ophthalmology. In 
his opinion, this would create a needed link 
between organized ophthalmology and State 
blindness agencies. He also suggested the 
possibility of collecting data on other medical 
conditions in addition to ophthalmological 
diagnoses because many clients are multi- 
handicapped. He indicated that medical 
consultants are increasingly urging the com- 
pilation of separate statistics on these added 
medical disabilities. Such compilation would 
add to the value of the statistics being accumu- 
lated. Mrs. Tomasulo mentioned that she 
had found the quality control program of the 
Biometrics Branch, NINDB, extremely helpful 
in the coding of eye reports. 


NEW MEXICO: This State, according to Mr. 
Hebbeln, has made considerable progress, 
adding 179 persons to the register and removing 
456 persons. At the beginning of the past year, 
the register had almost 2,900 names. At the 
end of the year it contained a little over 2,600 
names. This was due very largely to “cleaning 
up” the unknowns and removing those names 
from the register that should be removed. 
Another factor was the eye restoration program 
which accounted for quite a number of restora- 
tion cases. 

The degree of cooperation given by the 
ophthalmologist varies from region to region 
within the State. A problem that the agency 
has had for years has been the simplification of 
the forms being utilized. During the past 10 
years, with the assistance of the supervising 


ophthalmologist, the eye-report form has been 
revised four or five times. It does not appear 
that it can be simplified any further. The 
form has two objectives: (1) provide a means for 
reporting, and (2) provide a means whereby the 
caseworker may know what is going on. There 
is also a simplified form of reporting for the 
ophthalmologist, if he cares to use it, which is 
referred to as the progress report form. How- 
ever, the results from use of this form have been 
somewhat unhappy because, without some 
designation as to what the agency wants to 
know about the client, the ophthalmologist 
puts down whatever happens to occur to him. 
What he records does not always fit the agency’s 
needs. 

The division has suggested that the opthal- 
mologists use the same report form for the 
initial examination, and then enter on the same 
type of form whatever progress information is 
needed. There is room for remarks on the 
form. If the ophthalmologists went along, it 
would also be easier for the agency to work 
with it. Although considerable ground has 
been covered, Mr. Hebbeln did not feel that all 
the blind in the State have been found. 


NORTH CAROLINA: Miss Anderson empha- 
sized that, in her opinion, the most sustaining 
and reassuring thing which has happened to the 
North Carolina Commission for the Blind is 
that the agency now has a full-time registrar 
instead of a part-time one. She indicated that 
the agency was getting more refined and valid 
data as time went on and as procedures 
sharpened up. In addition to the State 
Commission for the Blind staff, 100 county 
welfare directors, caseworkers, and their staffs 
are participating in gathering data on blind 
people. There are many administrative uses 
of register data. 

In June 1965 a mass referral was made to the 
Social Security Administration of all persons 
65 years of age or over for the new medicare 
program. It is expected that information on 
these persons will be fed back to the Commis- 
sion by the Social Security Administration. 

The North Carolina legislature has shown an 
interest in accidents as a cause of blindness. It 
has requested data on the number of persons 
losing their vision from BB guns. A study has 
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been under way on services to aged blind in 
their homes. A study of discipline of examiner 
as shown on reports in North Carolina revealed 
that the great majority of those certified as 
legally blind were examined by ophthalmolo- 
gists. There were only about 18 examinations 
by optometrists last year. Although the eye- 
report form has been changed somewhat, all 
the MRA requirements were retained. How- 
ever, since the physicians wanted space for 
remarks and prescriptions, this was added. 
There is now one eye report form for physicians 
and one for optometrists. 

Miss Anderson stated that the agency will go 
into Title 19 of the new medicare program in 
fiscal 1967. It is expected to be very sustaining 
insofar as the register is concerned. Further- 
more, the agency also will go into Title 1 of the 
Elementary and Secondary Education Act 
jointly with the State Department of Public 
Instruction, State Department of Mental 
Health, State Board of Health, North Carolina 
Medical Society, North Carolina Dental Soci- 
ety, and North Carolina Nursing Society which 
will cover all children from 5 through 17 years 
of age. From Miss Anderson’s viewpoint one 
of the interesting things is the fact that the 
ophthalmologists are getting quite excited now 
about blindness statistics. They appear anx- 
ious to secure statistics on the reported preva- 
lence of different blinding conditions in the 
State. 


OREGON: Mr. Stocker stated that, prior to 
his interest in joining MRA, his agency had 
maintained a roster not only of blind persons, 
but also of those persons who had conditions 
which would ultimately lead to blindness if 
proper medical services were not provided for 
them. Asa result of being admitted to MRA, 
the agency weeded out the nonlegally blind for 
statistical reporting purposes. 

As of the end of 1965 the Oregon blindness 
register had 2,333 persons. During the calendar 
year 1965 there were 479 additions to, and 310 
removals from, the register. The updating of 
the register is started right after Labor Day 
with a mailout of a stamped, self-addressed 
letter to everybody on the register. Some 2,300 
letters were mailed in 1965 and about 1,700 
replies were received. According to Mr. 
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Stocker, one of the factors responsible for this 
high percent of return replies was the high 
percent of registrants in Oregon using talking 
books. In this regard, Oregon ranks second 
only to Vermont. 

Approximately 68 percent of referrals to the 
register came from ophthalmologists. A few 
were referred by optometrists, but these persons 
then were sent to ophthalmologists for exam- 
ination and report. Every attempt is made to 
have the examination made by a _board- 
certified man. Even the older cases on the 
register are being reexamined by board- 
certified men. 

The Commission for the Blind sends the 
MRA annual statistical reports to every 
ophthalmologist, EENT man, and optometrist 
in the State. Mr. Stocker mentioned an at- 
tempt is made to get acquainted with every new 
ophthalmologist in the State in order to es- 
tablish good rapport. The whole program of 
the commission is explained to them. 

The organizational structure of the commis- 
sion is such that cooperation between State 
departments is facilitated. The commission 
includes five departmental and division heads 
as ex officio members, in addition to four lay 
members. The Department of Public Welfare 
sends to the commission each month lists of (1) 
all persons on aid-to-the-blind assistance, (2) 
new applications for such assistance, and (38) 
those who have been removed. These lists are 
compared with the names on the blindness 
register and appropriate changes made where 
necessary. The same type of working relation- 
ship is maintained with the Department of 
Education, particularly as it concerns special 
educational services, and with the Oregon 
State School for the Blind. 

Mr. Stocker indicated his belief that the 
register is missing a good number of blind 
persons who are in State mental hospitals, 
schools for the retarded, ete. It was his opinion - 
that there are probably 90 blind persons in such 
schools. He has brought this problem to the 
attention of the University of Oregon Medical 
School to determine whether the school would 
be interested in undertaking the ophthalmolog- 
ical examination of inmates of schools for the 
retarded. He hopes that this could be worked 
out in the next year or two. In State mental 


hospitals, according to Mr. Stocker, were a 
number of blind patients and probably some of 
these could have their sight restored. 

Mrs. Sokolow stated that it had not been 
possible to get much information from the 
Department of Public Welfare as to what would 
be provided to the blind by Medicare and how 
it would be provided. Asa result the commis- 
sion was in a position of not knowing how it 
could dovetail its services to meet those of 
Medicare. She was of the belief, as expressed 
by Miss Blase of Kansas, that a problem of 
securing reporting from physicians would arise 
when the Department of Public Welfare and 
the Social Security Administration take over 
assistance in the restoration of vision. 


RHODE ISLAND: Mr. D’Andrea stated that 
in 1965 there were 92 new additions to, and 65 
removals from, the register. The new additions 
represented a sizable increase over the number 
of the previous year. The number on the 
register as of the end of 1965 was 1,097 as 
compared to 1,065 at the end of 1964. The 
responsibility for coding has gradually evolved 
from placement upon two unit supervisors to 
placement directly into the hands of the general 
medical and ophthalmological consultants. 
The regular consultation form which had been 
used for many years has been modified to 
include the coding data itself and, thus, lends 
itself to the overall coding function that follows 
later. 

Physicians at the time of consultation, and 
as they review each case, indicate on their forms 
such factors as visual acuity, site, etiology, 
type and affection, secondary disabilities, etc. 
An assistant registrar has been assigned to 
handle many of the detailed functions within 
the MRA system and to act as a liaison between 
coders, registrar, and others involved in the 
coding process. Consultation forms containing 
raw data are submitted to the assistant 
registrar who then applies the proper code 
numbers and insures that all other data for 
each register card has been properly and com- 
pletely coded. The registrar continues to 
coordinate the overall MRA program within the 
agency concentrating efforts more intensively 
in the areas of status changes, removals, and 
pending cases. The registrar also serves as 


liaison for the agency with research and IBM 
units of the department in which tabulations 
and data runs are made. This system permits 
more accurate judgment in relation to decisions 
concerning factors which must correspond with 
those desired under MRA standards. The 
result has been a greater interest in, and under- 
standing of, the meaning, goals, and objectives 
of MRA by agency staff who are present at 
each consultation. 

Mr. D’Andrea mentioned that plans are 
under way to attempt to develop a master file 
plan which would include a register representing 
all the legally blind and all other referrals with 
severe visual impairments, in lieu of the current 
index file which has been used hitherto as a 
pilot file to identify those who are or are not 
registered with MRA. A number of problems 
have presented themselves in this connection 
but these were being worked out. 

Interruptions in workflow due to limited 
staff, organizational redesign, and a variety of 
Federal requests have impeded agency efforts 
to concentrate on the further development of 
the MRA program. Mr. D’Andrea was 
convinced, however, that the reorganization of 
the system and method for coding within his 
agency during the past year had resulted in a 
much smoother functioning program, and it is 
expected that statistical results for 1966 will 
surpass those for the past year. 

The agency has felt that a better job could 
be done in updating the register. Unfortu- 
nately, because of staff shrinkage and lack of 
time, not as much has been done as desired. 
However, plans are being built into the MRA 
program structure itself to permit an ongoing 
check on the register. As in the case of New 
Jersey, nondelivery of letters about Medicare to 
the registrants from the Division of Services 
for the Blind because of “‘change of address,” 
“‘deceased,’’ etc., was used to help in updating 
the register. 

Efforts have been concentrated to inform and 
educate Rhode Island ophthalmologists to the 
general program of Services for the Blind, 
including the MRA program. 

Mr. D’Andrea noted that a bill was intro- 
duced into the Rhode Island legislature during 
the last session to permit reporting of all legally 
blind persons in the State to the division. It is 
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not a mandatory reporting bill but contains 
provisions for reporting blind persons within 30 
days. There are no penalty provisions but 
there are provisions to prevent misuse of con- 
fidential information. He stated that he has 
met with a number of ophthalmologists and 
gained their understanding and support for the 
bill. In this way he succeeded in letting them 
know better what services existed in the State 
for blind persons. 

In concluding, Mr. D’Andrea urged that 
NINDB make available to participating States 
matching funds for the purpose of developing 
statistical research positions within each agency, 
in order to enable those agencies to focus and 
intensify their efforts on behalf of the MRA 
program. He felt certain that State legislatures 
could be convinced of the necessity of building 
in specific positions that would enhance the 
agency programs to a greater degree than at 
present. Setting up such positions was pref- 
erable to taking staff away from some of their 
assigned duties and giving them MRA func- 
tions. In his opinion the MRA program was 
important enough to have individuals devote 
full time to it. He also recommended that, if 
possible, NINDB produce the MRA annual 
statistical report as soon as possible following 
the close of the calendar year. 


SOUTH DAKOTA: Mr. Reaves stated that 
the field counselors and office staff have worked 
hard in obtaining information concerning the 
blind in South Dakota in order to keep the 
register up to date. In November 1965 the 
Service to the Blind and Visually Handicapped 
began the process of updating the information 
on the register. To date there are only a few 
registrants that it has not been possible to 
contact insome manner. A card-type question- 
naire was mailed to each registrant. When a 
blind person did not return the card, contact 
was made with the county welfare office in the 
county where the person last resided. In most 
cases it was possible to obtain correct informa- 
tion in this way. Since the county welfare 
offices have been notified of the agency interest 
in registering all blind persons, most of the 
counties have been very cooperative in advising 
the agency of information which serves that 
interest. 
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However, there is a problem in getting in- 
formation, especially eye information, on the 
Indians who reside on the reservations. Due to 
an epidemic of trachoma on the reservations 
years ago, a large percent of South Dakota’s 
blind citizens are Indians. There is also the 
problem introduced when the same Indian is 
registered twice because of the fact that most 
Indians have two words for their last names, 
and because of their occasionally dropping one 
or the other of the two words in giving their 
names. Thus, an Indian may at one time be 
registered with one of the two words in his 
last name and then be registered also with the 
other of the two words. It is also a problem to 
decide which name should remain in the register 
since both names are certain to be re-referred 
to the agency. 

The ophthalmologists in South Dakota are 
one of the most cooperative groups in helping 
the agency to maintain a proper register. The 
registrar is now in the process of coding all new 
registrants since January 1, 1966, using the 
new coding system. 


UTAH: Mr. Perry indicated that although 
Utah had met the requirements for acceptance 
into MRA, his agency was not yet completely 
satisfied with its own performance. Prior to its 
interest in MRA, his agency had a roster 
of blind individuals, but in most cases it did not 
contain eye information and other data needed 
for a satisfactory register. All of the agency 
staff have cooperated in updating the register. 
The ophthalmologists in Utah were not re- 
sponsible for referring many blind persons prior 
to the introduction of the MRA project in the 
State. However, since that project started they 
have become very interested and are very co- 
operative. Mr. Perry believed that one of the 
reasons might be the fact that at the start of 
the project an ophthalmologist was hired by 
the agency as a consultant, and he has been able 
to build up some splendid relationships for 
the agency. 

Mr. Perry mentioned that many ophthal- 
mologists had recently complained about the 
length and complexity of the NSPB eye report 
form. They appointed a committee of their 
own to try to work out a new form that would 
give the agency the information needed and 


that they felt they could live with. Mr. Perry 
stated that the advice of the Biometrics 
Branch, NINDB, would be sought before any 
changes in the form were accepted. 

Everybody on the agency staff, and par- 
ticularly the fieldworkers, were very MRA- 
conscious and, in return, the staff has found the 
information available in the file to be very 
valuable in their programs. One of the 
problems has been and will continue to be to 
try to find those individuals that are known to 
have been missed. This program of trying to 
find missed individuals has been applied in 
nursing homes and has turned up many pre- 
sumed blind persons. However, this creates 
the additional problem of getting an ophthal- 
mologist’s report on such persons. The problem 
was solved in part by hiring a young ophthal- 
mologist to go into some of the larger nursing 
homes and do examinations for the agency. 
Mr. Perry indicated that it will be necessary to 
develop a better rapport with, and a better 
system for getting referrals from, institutions 
for the mentally retarded and mentally ill in 
the State. 


VERMONT: Miss Cole remarked that she was 
continually more and more impressed by the 
potential use of the register for program 
planning and as an aid in the provision of 
services. As an example, she stated that 
recently the statistical data proved very 
valuable in showing several optometrists that 
only about 2 percent of the referrals were 
coming from optometrists. Another example 
was in the rehabilitation program where it was 
felt that perhaps the agency was not reaching 
all the persons in the working age group that it 
should. As a result, the register punchcards 
were sorted by age levels and a determination 
made of how many persons in the working age 
group were in the rehabilitation program. 

The register also has been used to find out 
which registrants were eligible for certain social 
security benefits of which they were unaware. 
Data from the register have provided the 
agency with useful trend data. For instance, 
a review of the data has shown that there is no 
longer a preponderance of newly registered 
female blind. Current figures indicate about 
as many new male as new female reported 


cases annually. There also appears to be 
evidence of more people in the middle-aged 
category becoming blind and of a drop in the 
old-age category. With respect to trends in 
etiology, diabetes as a cause of blindness is 
continuing to increase while the category of 
general diseases is decreasing. 

Miss Cole stressed that she was continuing 
her practice of getting out annually to the 
ophthalmologists summaries of the statistical 
data, emphasizing important points. The 
agency knows that some ophthalmologists do 
not refer their patients to it while others are 
very good about doing so. She is anxious to 
improve relationships with some of the ophthal- 
mologists, to find out how many patients are 
not being referred, and for what reasons. An 
effort is still under way to get the agency’s eye 
report form used statewide. It is obvious that 
some other agencies in rehabilitation are using 
a different eye form. The use of one form 
would solve some of the reporting physician’s 
problems. 


VIRGINIA: Mr. Coppage commented that 
first additions to Virginia’s MRA register in 
1965 increased 30 percent over 1964. Over 94 
percent of all first additions were examined by 
ophthalmologists or EENT specialists. The 
total number of registrants as of December 31, 
1965, was 5,806—an increase of 551, or 11.9 
percent over 1964. 

The agency’s organizational structure has 
been both an asset and liability in regard to 
maintaining the MRA register. It is in a 
unique position of being one of four States that 
supervises the Aid to the Blind (AB) Public 
Assistance Program apart from the State 
Welfare Department. All new recipients, and 
the approved eye reports, are immediately 
submitted to the agency’s MRA section. This 
is definitely an asset for the MRA program. 

In addition to the AB department, there are 
four departments submitting MRA data. 
These departments include rehabilitation, home 
teaching, talking book, and education services. 
Since it did not have a central file, the agency 
was confronted with duplication of new addi- 
tions, which resulted in an unnecessary work- 
load. Now that the register is up to date, it is 
used as a central locator file by all departments. 
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Whenever a department receives a referral, 
the MRA register is checked to determine (1) if 
the new referral is already on the register; (2) if 
so, what other department(s) have rendered 
services, and (8) if there is an approved eye 
report on this individual. 

Up to this point the agency has been adding 
to, and removing from, the register only those 
persons referred to it. This year it is planned 
to go outside the agency in order to locate those 
persons who are legally blind (and unknown to 
the agency), not just to add their names to the 
MRA register, but to offer services. 

The Biometrics Branch, NINDB, will pre- 
pare tabulations by county and city from each 
MRA State’s 1965 IBM cards. This additional 
data will be most beneficial to the agency in 
making decisions in regard to which localities to 
survey in order to ascertain the true prevalence 
of blindness; what areas of the State reveal the 
highest and lowest incidence and prevalence; 
and where efforts should be concentrated in 
locating new additions for the register. It is 
believed that this conference provides an ideal 
place for the exchange of information and help- 
ful solutions to like problems. 

While some progress certainly had been made 
in the past year, there were still quite a few 
problems to solve. One step in that progress 
had been to secure a director of research and 
statistics for the agency. A major problem was 
to locate and identify all of the blind persons in 
the State who were unknown to the agency, let 
alone registered. Although his agency now 
had all of the names and information on blind 
persons being served by agencies within the 
State, there were apparently many blind persons 
who were not receiving any services from any 
agency and who had not been reported despite 
the State mandatory reporting law. Mr. 
Coppage stated that an approach to a solution 
of this problem would be taken in the near future 
when a public information officer is added to 
the staff. 


IV. PROGRESS IN SELECTED NONMODEL 
REPORTING AREA STATES DURING 
1965 

DISTRICT OF COLUMBIA: Mr. Gambaro 

stated that during the past year all of the dead- 

wood in the register had been removed. The 


14 


register now contains over 1,300 names of per- 
sons with a current eye report, known to reside 
in the District. He mentioned some of the 
problems encountered when an agency is 
involved in setting up a register from scratch. 
Forms for reporting were designed or were 
modified from those used in other States. At 
the same time a system had to be designed for 
getting agencies to report automatically. It 
was Mr. Gambaro’s belief that his agency would 
be able to submit accurate information to the 
Biometrics Branch, NINDB, by February 15, 
1967, and thus be able to join MRA. He 
estimated that there would be about 1,900 
names on the District register by the fall of 
1966, which was somewhat short of the esti- 
mated blindness prevalence for the District. 
The difference is not due, in his opinion, to a 
faulty estimate but to the fact that certain 
ophthalmologists may not report their cases. 
He felt that a reporting law is essential since it 
prevents a lawsuit against the ophthalmologist 
for revealing privileged information. 

An attempt has been made to get a register 
law enacted by the Congress. Such a bill has 
been introduced, but it has not been acted on as 
yet. Asan indication of progress made to date, 
Mr. Gambaro pointed to the fact that the 
agency has a full-time registrar, a professional 
position, instead of a statistical clerk position. 
He recommended, based on his agency’s 
experience, that (1) a State starting a register 
from scratch should consider a reporting law 
simultaneously because, in his opinion, it would 
be almost impossible to get the necessary in- 
formation from the ophthalmologists otherwise; 
(2) personnel standards should be set up by 
NINDB, which would then be in a position to 
help support the justification for adequate 
personnel; (3) more direct help is needed from 
NINDB in the process of establishing a register 
and more staff time should be available from 
NINDB, possibly through increase of Bio- 
metrics Branch staff. More direct involvement 
of NINDB is needed in view of the fact that 
NINDB has an overview of the problems. 
The NINDB could act as a clearinghouse and 
make available the experience of other States to 
those starting fresh in developing a register; 
(4) the NINDB should attempt to get agree- 
ment among Federal agencies with blindness 


programs in the standardization of eye-report 
forms, codes for causes of severe vision im- 
pairment and blindness, etc. This would ease 
the burden on State agencies. In his opinion, 
the NSPB eye-report form was a good one and 
ought to be used. He suggested that more 
effort be made to bring about an acceptance and 
adoption of this form so that agencies could 
report to one another without having to trans- 
fer and translate a lot of information. 
GEORGIA: Mrs Curtin stated that the Georgia 
Services for the Blind became interested in a 
register about 2 years ago and began to build 
one from the ground up. Prior to that time, 
there had not been even a listing of blind per- 
sons available in Georgia. A start was made by 
getting copies of some 4,000 to 5,000 eye reports 
from the State Department of Family and 
Children Services of blind persons receiving aid- 
to-the-blind assistance. 

Additional social and other information 
needed to compile the register was secured from 
the individual counties concerned. The 
register project is sponsored by the Community 
Services for the Blind in Atlanta in cooperation 
with the Vocational Rehabilitation Division of 
the State Department of Education from which 
agency data on about 1,100 vocational re- 
habilitation cases were secured. It is hoped to 
go back into all the old case records and pick up 
all the blind on whom there is some information 
and who are known to be alive and in the State. 

Mrs. Curtin indicated that her agency has 
worked through all the State agencies—The 
Health Department, the Department of Educa- 
tion and its special classes in the public schools 
for blind children as well as its school for the 
blind—and has secured about 300 reports as a 
result, of which some 200 are blind students cur- 
rently enrolled at the school for the blind in 
Macon. Lists of blind persons receiving braille 
books, talking books, and talking book ma- 
chines were secured from the Georgia Library 
for the Blind. Social casework information on 
155 presumably legally blind persons was 
received from the school for the mentally 
retarded. Adequate medical information was 
not available on these cases. Because the 
persons were mentally retarded, accurate visual 
examinations were difficult, if not impossible, 
to make. 


The agency’s work with the ophthalmologists 
has not produced the hoped-for results. The 
ophthalmologists were contacted by mail and 
were sent brochures and statistical reports of 
the MRA. Attempts are under way to set up 
small meetings with the ophthalmologists and 
talk about the register to them. Mrs. Curtin 
noted that the ophthalmologists seemed pre- 
occupied mainly, as judged by the questions 
they asked, with the value of the register in 
getting to the patient. Apparently, at present, 
answers concerned with the medical research 
and community service factors did not seem to 
satisfy them. 

According to Mrs. Curtin about 3,200 cases 
have already been coded for IBM punching, but 
this does not include coding for cause of blind- 
ness. When the new Index was recently re- 
ceived from NINDB, coding on cause was 
started. One of the things that is being in- 
corporated into the register process is an 
updating procedure along the lines of cycle 
billing. By this method, updating is an ongoing 
project throughout the year. 

Mrs. Curtin mentioned that some thought 
has been given to the advisability of changing 
the name from the Georgia Register of the 
Blind to the Georgia Register of the Visually 
Handicapped. A number of physicians ob- 
jected to the word “‘blind’”’ because some of the 
patients preferred not to be so designated. Also 
it seemed that some ophthalmologists were 
hesitant to give the register confidential in- 
formation on the grounds of their possibly 
being sued. She indicated her interest in learn- 
ing that a compulsory reporting law would pro- 
tect the physicians from such liability. 


MARYLAND: Mr. Delaney noted that Mary- 
land has never had a register that utilized MRA 
standards. During the past year a number of 
preliminary steps were taken to establish a 
statewide register of all legally blind persons. 
Since the State Department of Education is the 
focal point for all service programs for the 
blind, with the exception of public welfare, it 
was considered that this would be the most 
logical department to undertake the establish- 
ment and maintenance of a register. A resolu- 
tion to that effect was adopted by the State 
Board of Education in July 1965. The Division 
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of Vocational Rehabilitation of that department 
was authorized to undertake the project since 
it has a network of regional and local offices 
throughout the State and has close working 
relationships with all public and _ private 
agencies in the fields of health, education, and 
welfare, as well as with ophthalmologists, 
optometrists, eye clinics, and other groups 
interested in the visually handicapped. Mr. 
Delaney mentioned that in the beginning, at 
least, reporting would be on a voluntary basis 
since some opposition was anticipated to 
mandatory reporting. 


Following a meeting held at the State Depart- 
ment of Education in October 1965, with staff 
of the Biometrics Branch, NINDB, at which 
time plans for development of an MRA register 
were outlined, letters were sent by the division 
to other State departments and to private 
agencies to solicit their support and, if possible, 
to secure their endorsement of the project in 
writing. A favorable response was elicited from 
all persons and agencies. Only two agencies 
felt that mandatory reporting was necessary. 


A resolution was introduced in the State 
legislature which, in essence, endorsed the 
State Board of Education resolution. Since 
that time all possible referral agencies have 
been contacted. It has been determined that 
these agencies know of some 10,817 legally 
blind persons. Contractual assistance from 
NINDB will enable the agency to begin work 
on developing the register about July 1, 1966. 
NEW YORK: Mr. Friedensohn indicated 
some of the progress made to date in bringing 
the New York blindness register up to MRA 
standards. Case folders of 386,701 legally 
blind persons out of a total of 40,000 such 
persons have been reviewed. After the review 
is completed, efforts will be made to contact 
the registrants to determine whether they are 
still blind, alive, and residents of the State. 
By virtue of the temporary nature of the staff 
engaged under the NINDB contract to update 
the register, Mr. Friedensohn indicated that 
the agency’s experience has been to lose staff 
almost as soon as they are trained. 


One of the problems dealing with reporting 
of the blind in New York is concerned with 
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the fact that the definition of blindness. used 
in the State includes a clause which makes 
medical diagnosis part of the definition. The 
only reports now accepted and classified are 
from ophthalmologists plus some from general 
practitioners where the diagnosis is one that 
the general practitioner can make. An attempt 
is being made to change the definition which 
would make it possible to accept reports from 
optometrists. His agency is making its good 
offices available to representatives of the 
ophthalmological and optometric professions at 
the State level so that they may get together 
periodically to try to iron out some of their 
difficulties. 


Mr. Friedensohn mentioned a study under- 
taken by a New York City voluntary associa- 
tion to determine reasons for the lag between 
the time of diagnosis as legally blind and the 
beginning of services to the legally blind in 
New York State. One of the findings indicated 
that a high percent of persons so diagnosed 
felt that they still had usable vision and, 
therefore, were not blind. Hence, they saw no 
need to go to an agency for the blind. These 
results constituted one of the reasons for a 
recent New York State law amending the 
commission’s name. 


Mr. Friedensohn suggested that, if possible, 
changes in MRA procedures be kept to a 
minimum. He indicated that every time a 
change is made, his agency had to go through 
40,000 cases to make the change and that this 
was difficult to do, even electronically. It has 
been the experience of the commission that the 
intake of newly reported blind persons keeps 
on increasing annually. Last year’s intake was 
3,200 cases as compared to 2,700 cases the year 
before that. The agency is trying to find out 
the reason for this by analyzing where the new 
intake came from, the major age groups, causes 
of blindness, etc. This continuing increase is 
causing some concern to the agency. It was 
Mr. Friedensohn’s opinion that Title 19 legis- 
lation in New York, by providing the people 
with the opportunity to get medical services 
far sooner than they previously have gotten 
them, should reduce the number of cases of 
blindness and should provide new knowledge. 


V. ACTIVITIES RELATING TO VISION IM- 
PAIRMENT PERFORMED BY THE BIO- 
METRICS BRANCH, NATIONAL INSTI- 
TUTE OF NEUROLOGICAL DISEASES 
AND BLINDNESS, DURING 1965 


a. ASSISTANCE TO STATES AND SPE- 
CIAL ACTIVITIES RELATING TO 
THE MODEL REPORTING AREA 

Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB. 


Mr. Goldberg presented a summary of the 
various activities of the Biometrics Branch 
related to the Model Reporting Area, including 
the technical and contractual assistance pro- 
vided to member and nonmember States. 
There were visits, and technical assistance 
given, to the States under contract with the 
NINDB relative to their registers. Among the 
MRA States, New Hampshire and Oregon were 
under contract during the past year and suc- 
cessfully fulfilled their contracts by putting 
their registers on to punchcard systems. Among 
the non-MRA States, South Dakota and Utah 
fulfilled their contract obligations and require- 
ments for admission to MRA. Three other 
non-MRA_ States, District of Columbia, 
Georgia, and New York are under contract and 
are well along in their endeavor to meet MRA 
membership requirements. It is hoped that all 
three States will achieve this goal by the end of 
1966. Maryland has just undertaken con- 
tractual obligations to develop a register along 
MRA lines. 

Visits were made to all MRA States during 
1965 for purposes of assistance with the annual 
tabulations, resolution of problems, and con- 
sultative assistance regarding the MRA and 
regarding possible studies, etc. There were 
some visits by Mrs. Moorhead, Medical Record 
Librarian, Biometrics Branch, NINDB, to the 
States with regard to the quality control pro- 
gram.on causes of severe vision impairment and 
blindness. Much correspondence between the 
States and the Biometrics Branch took place 
with reference to this program. 

A number of non-MRA States expressed an 
interest in the MRA program. These States 
were Colorado, Michigan, North Dakota, and 
Texas. 


Mr. Goldberg mentioned a proposal relating 
to both the MRA and the talking book program 
of the Library of Congress. The proposal 
stemming from discussion with Mr. Robert S. 
Bray, Chief, Division for the Blind, and his 
staff at the Library of Congress, is designed to 
permit the blindness register and the talking 
book program of the Library of Congress to be 
of benefit to each other. 

The proposal is as follows: Since virtually all 
of the registers in the MRA program are on 
puncheard systems, and since they also employ 
a register number mechanism, it is possible to 
set up a system whereby the blindness registers 
and the talking book programs could be of 
mutual benefit. This would mean that the 
talking book program in a given State would 
have to have on puncheards the identity of all 
users of the talking books. The register number 
used in the various States could be incorporated 
on the talking book punchcards with the 
register numbers serving as a means of identifi- 
cation, thereby resolving many problems of 
confidentiality. The immediate aim would be 
to set up a demonstration project in one of the 
MRA States to see if this puncheard proposal 
tying in the library users with the registers on 
a matching basis would be feasible. One 
State in particular which was mentioned as 
a possible site for this demonstration project 
was Oregon. 

The essential benefits of this proposal would 
be that the Library would learn of how many 
and which blind persons on the register were 
or were not receiving talking book services. 
Further, missing information on the records of 
the talking book program could be derived 
from the register information. Thus, it could 
also identify the demographic characteristics 
of talking book users and nonusers. Further- 
more, the Library could determine crudely 
what proportion of the total blind population 
they are actually serving. As far as the State 
registers are concerned this system would 
enable the States to determine the identity of 
presumably blind persons receiving talking 
book services who are not known to the State 
registers and, hence, serve as a means for 
keeping the registers complete and up to date. 

The amount of work involved in providing 
the information to the talking book program 
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and to the register program should not be much 
since the great bulk of the work to be done 
would be through mechanically matching the 
punchcards from both programs, and could be 
tied into the annual register updating activity 
each year. 


DISCUSSION 


Mr. Friedensohn indicated that, in his 
opinion, most States provide names to the 
regional library rather than vice versa. Mr. 
Goldberg mentioned the fact that a person on 
the blindness register who is also receiving 
talking books can be presumed to be blind and 
alive, thus, knowledge of talking book services 
is of help in updating the register. Mr. 
Friedensohn stated that going through the 
register and getting the list of active readers, 
some 10,000 persons, proved to be the single 
greatest help in updating his register. 


b. QUALITY CONTROL 
Helen B. Moorhead, Medical Record 
Librarian, Biometrics Branch, NINDB 


Mrs. Moorhead presented to the participants 
a progress report dealing with the MRA 
quality control program. A start was made on 
this program in 1965 with the purpose of 
insuring that the statistics which are collected 
in the Model Reporting Area are uniform. If 
two persons independently code the same report 
for site/type of affection and _ etiology, 
differences may and do occur. It has been 
found that with many people in widely sep- 
arated areas coding many reports from many 
different physicians, differences are certain to 
occur and these could be destructive of a main 
goal of the MRA. 

When the quality control program is fully 
functioning, it is believed that it will be possible 
to collect cause-of-blindness statistics that will 
be comparable from any part of the country. 
Furthermore, it is also believed that the pro- 
gram would have teaching value and would be 
a means of helping inexperienced coders to 
learn how to classify causes of blindness. It 
has been determined that there are innumerable 
variations among physicians in reporting cause 
information, and that these variations can add 
considerable complexity to the task of the 
coder. 


18 


_ vision impairment. 


Mrs. Moorhead indicated that additional and 
better instructions were needed for the coder, 
and many of these have already been put into 
use. It has been determined that one of the 
major problems for the coder is not how to 
code but what to code. Frequently an eye 
report will show two or more conditions, and 
if the physician has not indicated which one is 
primarily responsible for vision impairment, the 
coder must determine, if possible, which of the 
several conditions was the first to cause severe 
That decision may have 
a profound effect on the statistics being col- 
lected. 


Identifying the primary cause of blindness is 
not always a simple task. One step toward 
making it easier would be the adoption of a 
uniform eye report form by all MRA members. 
After considerable study of the problems in- 
volved in securing accurate information, the 
NSPB developed a physician’s eye report form. 
This was especially designed to lead the physi- 
cian to show which one of the several conditions 
that he is reporting is primarily responsible for 
the impairment of vision. 


Not all States may be able to adopt the form 
in its entirety. Some information may be 
needed by a State that the form does not pro- 
vide. However, if a State could incorporate in 
its own eye report form the cause-of-blindness 
section from the NSPB form, all of the MRA 
States would have a uniform basis for the 
reporting of this important information. It 
would then be possible to develop one instruc- 
tion guide for coders and one reporting form for 
physicians that would apply equally in all 
States. 


Many States are using the form or parts of it. 
It would be interesting to hear comments about 
it from the ophthalmologists using it and 
comments from the agencies as to the results 
obtained by its use. 


Several thousand eye reports have reached 
the Biometrics Branch from MRA States and 
from those States preparing for membership. 
These reports have been reviewed and the 
results communicated to the coders in the 
States. The Biometrics Branch has been im- 
pressed and encouraged by their interest and 
conscientious efforts to give their States and the 


MRA accurate information on the causes of 
visual impairment. 

Mrs. Moorhead said she would assist the 
coders in any way possible and would try to 
improve service to the States by earlier reviews 
of report forms submitted as part of the quality 
control program. She was particularly anxious 
that the coders write to her if they had any 
questions pertaining to changes in the classi- 
fication or index. 

Dr. Goldstein appealed to the States repre- 
sented at the Conference to assist Mrs. Moor- 
head in making the quality control program 
successful. He indicated that she literally is 
being asked to make decisions on causes of 
blindness and that such decisions do not belong 
to her. The decision belongs primarily to the 
ophthalmologist who must indicate what, in his 
opinion, is the primary cause. A good eye 
report form, one that would indicate that 
unique ocular condition that started the chain 
of events leading to blindness, would make it 
simple for the consulting ophthalmologist to 
arrive at the right classification. Thus, a good 
form would be a necessary first step. 

The second step is the institution by the 
States of a good, comprehensive query system. 
Where incomplete, ambiguous, or inaccurate 
reports are received from the field, it is impera- 
tive that the ophthalmologist be queried for 
better information. Such a query system must 
be followed systematically if good cause sta- 
tistics are to result. Otherwise, the problems 
are sent to the Biometrics Branch where it be- 
comes almost an impossible job to decipher 
what the ophthalmologist had in mind. 


ec. RESEARCH ACTIVITIES 


1. Study of Association Between Factors 
of Pregnancy, Labor, and Delivery, 
and the Occurrence of Blindness in 
Children 
Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB. 


Mr. Goldberg stated that the collection of 
data for the above study has been completed 
and analysis of the data almost finished. It 
is hoped that the report will be finished and 
submitted for publication in a scientific journal 
within the next few months. Some preliminary 
results are, however, available. There were 


two study objectives: (1) To determine whether 
mothers of blind children are characterized 
by an excess of selected disorders of pregnancy, 
labor, and delivery, as compared with mothers 
of the total population of live births surviving 
the neonatal period; (2) To study the distri- 
bution of birth weights of the blind children 
as compared with a control population. Some- 
what less than 600 cases met the following 
5 criteria: (a) They were born during the period 
1948 through 1959; (b) They were classified 
“blind”? by the New York State Commission 
for the Blind during the period 1948 through 
1960; (c) The blindness was presumed to be due 
to unspecified prenatal factors, or of hered- 
itary origin, or of unknown cause, as indicated 
in the records of the Commission; (d) They had 
to have birth certificates on file at the New 
York City or New York State Departments of 
Health; and (e) They had to be single-born and 
to have survived the neonatal period, i.e., the 
first 28 days of life. 


The control group that was used was a 
stratified sample of 3 in every 1,000 recorded 
live births in New York State during the years 
1948 through 1959, who also survived the 
neonatal period. 


The cases and controls, thus, were drawn 
from the same period of years and represent 
similar populations in that respect. The 
information which was collected for both 
cases and controls included the items appearing 
on birth certificates, such as date and county 
of birth, sex of child, weight at birth, race of 
mother, age of mother, number of previous 
children, specific complications of pregnancy, 
specific complications of labor, operative pro- 
cedures used, Rh factor, and presence or 
absence of congenital abnormality or birth 
injury. For the cases only, there was secured 
from the commission’s records the cause of 
blindness by site/type and etiology and the 
year the child was classified blind. 


The cases and controls were compared on the 
various items of information collected for both, 
including the reported frequency of occurrence 
of these items and distribution of such variables 
as birth weight and age of mother. Insofar as 
possible, different categories (type/site) of 
blindness were studied separately. 
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Mr. Goldberg indicated that he would briefly 
mention some of the findings to date that 
appear to be either statistically significant or 
appear otherwise to be of some importance and 
worth further study in depth. He cautioned, 
however, that this was a crude study insofar as 
it was based on birth certificate information 
which might not be particularly accurate. 
Although many of the medical items could not 
be expected to have much scientific reliability, 
they might furnish clues for further research in 
depth. 

The data were divided into those referring 
to cases and controls in New York City and 
those in New York State exclusive of New York 
City (referred to as Upstate New York) because 
of some differences in the kinds of information 
appearing on the birth certificates and because 
of some differences in the composition of the 
respective populations (e.g., New York City 
has a greater population of Negroes or non- 
whites than Upstate New York). Furthermore, 
New York City is totally urban. This, of 
course, is not true for Upstate New York. 

Results for Upstate New York showed the 
mothers of cases to have a significantly greater 
number of prior stillbirths than would have 
been expected in the general population as 
defined by the controls. There were about 
three times as many prior stillbirths in mothers 
of cases as in mothers of controls. Both in 
New York City and in Upstate New York, 
there appeared to be about twice as many 
mothers among the case group who had one or 
more complications of pregnancy than expected 
among mothers of the general control popula- 
tion. This was statistically significant. With 
regard to specific complications of pregnancy, 
for both New York City and Upstate New York 
there was an appreciable excess over expecta- 
tion in the number of mothers with preeclamp- 
sia. Thus, for the total study group this com- 
plication was reported in three times as many 
case mothers as expected. Mr. Goldberg em- 
phasized, however, that complications of preg- 
nancy represent one of the poorest items 
reported on the birth certificate. However, as 
a clue, it might be indicative of further study. 

In Upstate New York there were about 30 
percent more primiparae, i.e., women with no 
previous pregnancies resulting in a viable child, 
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among the mothers of the cases than expected. 
Apparently, the type of blindness investigated 
in this study is a condition which may occur 
more frequently among first births. 

Based on race of mother, it was found that 
the ratio of nonwhites to whites was more than 
30 percent higher in the case group than ex- 
pected. It is interesting to note that the MRA 
statistics by race show the reported incidence 
and prevalence rates of blindness for nonwhites 
to be greater than those for whites. 

The data show, perhaps as to be expected, 
that significantly more of the case group than 
expected had a congenital abnormality reported 
on the birth certificate. The preponderance of 
the abnormalities reported in the case group 
related to the eye. 

With respect to maternal age at time of de- 
livery, there is some indication, at least in 
Upstate New York, that the young mothers 
(those under 20 years of age) and the older 
mothers (those 35 years or over) are high-risk 
groups with regard to blindness in their off- 
spring, i.e., the proportions of mothers in these 
age groups in the case group was appreciably 
higher than the expected proportions based on 
the control group. 

The one item to which most of the findings 
mentioned above appear to relate is birth 
weight. Prematurity is defined by many people 
as a birth weight under 2,501 grams, 1.e., under 
about 514 pounds. There was a statistically 
significant difference between the cases and 
controls in this respect, both for New York 
City and Upstate New York. For the total 
study group there were about three times as 
many prematures among the cases as the con- 
trol expectation. The excess of observed and 
expected was particularly pronounced for very 
small babies (i.e., under 1,501 grams) and the 
difference diminished with increasing birth 
weight. Proportionately more cases than 
expected were found in all birth weight groups 
through 3,000 grams after which the pattern 
reversed. As noted above the various findings 
are interrelated, that is birth weight is known 
to be associated with maternal age, parity, 
race, etc. The final analysis of these data is 
in progress. 

This study could not have been undertaken 
without the cooperation of the New York State 


Commission for the Blind and the New York 
City and New York State Health Departments. 
It reveals how a register may be used effect- 
ively for research. 


2. Study of Attitudes, Awareness, and 
Performance of Blindness Reporting 
Sources 

Ronald L. Jacobson, Statistician, 
Biometrics Branch, NINDB. 


This study is being conducted jointly by the 
American Foundation for the Blind and the 
Biometrics Branch, NINDB. The details 
regarding its objectives and study design are 
contained in the Proceedings of the Third and 
Fourth Annual Conferences of the Model Re- 
porting Area for Blindness Statistics. The 
present status of the study is as follows: (1) 
Personal interviews have been obtained from 
all register agency directors and consulting 
ophthalmologists in 29 States that are either in 
MRA or have laws requiring them to maintain 
blindness registers; (2) Personal interviews have 
also been completed for a sample of ophthal- 
mologists, EENT specialists, and optometrists 
in these 29 States; (8) All data for the study 
have been transferred to punchcards; and (4) 
Final corrections in the coding are now being 
made and proposed tables will soon be prepared. 


3. Tonometric Surveys 
Ronald L. Jacobson, Statistician, 
Biometrics Branch, NINDB. 


The Biometrics Branch is assisting Dr. J. 
Theodore Schwartz, Head, Section on Ophthal- 
mic Field and Developmental Research, Epi- 
demiology Branch, NINDB, in the collection 
and analysis of data obtained during their 
recent communitywide investigations of intra- 
ocular pressure. In an early study, described 
last year at the Fourth Annual Conference of 
the Model Reporting Area, 500  Italian- 
Americans were examined in Nesquehoning, Pa. 
Two additional surveys have now been com- 
pleted, and ocular tensions are recorded for the 
American Indian populations of the Colorado 
River and Salt River Reservations in Arizona. 


Elevated intraocular pressure is one of the 
cardinal signs of glaucoma and in these surveys 
three different methods were used to measure 
the intraocular pressure. In addition to the 


familiar and widely used Schiotz instrument, 
Goldman applanation tonometry was employed 
with the patient in both the sitting and the re- 
clining position. In the last survey at Salt 
River, the Maklakov tonometer as modified by 
Posner and Inglima was also used. The data 
now collected will provide a comparison of the 
performance of those tonometers in common 
clinical use throughout the world. Direct 
comparison of the performance of instruments 
is possible on both an individual and population 
basis. The effect of postural change on the 
level of intraocular pressure and the interaction 
of these factors with changes in blood pressure 
corresponding to similar changes in posture are 
some of the ancillary investigations being 
conducted. 


The Section on Ophthalmic Field and Devel- 
opmental Research has been interested in 
undertaking these investigations in order to 
obtain background information which is needed 
to design full-scale investigations on the fre- 
quency of ocular hypertension among different 
populations. An important conclusion already 
derived from these surveys pertains to the 
question of reliability and comparability of 
various methods of tonometry. Significant 
differences were noted in the measurement of 
intraocular pressure by different tonometric 
techniques. Intermethod deviations are of 
sufficient magnitude as to throw doubt on the 
reliability of direct comparison of individual or 
population average tensions when these are 
obtained by the different methods. Further 
analysis will explore causes behind these dis- 
crepancies and attempt to derive methods of 
correction. 


4. Study of Association of Perinatal 
Factors With Strabismus in Negro 
Children 

Dr. Hyman Goldstein, Chief, Bio- 
metrics Branch, NINDB. 


This study, mentioned in the Proceedings of 
the Third and Fourth Annual Conferences of 
the Model Reporting Area for Blindness 
Statistics, was completed and a paper presented 
at the October 1965 meeting of the American 
Public Health Association. It is scheduled for 
publication in the Journal of the American 
Public Health Association in December 1966. 
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The objectives of the study were to deter- 
mine: (1) whether the distribution of birth 
weights of Negro children with strabismus was 
different from that of Negro controls, and (2) 
whether the pregnancies of mothers of the 
children with strabismus were characterized by 
an excess of selected perinatal disorders. 
Strabismus, a highly prevalent condition in 
children is related to amblyopia ex anopsia, a 
potentially blinding condition, and may be 
related to psychological trauma. Little is 
known of its cause. 

In the study, 406 Negro children with diag- 
nosed strabismus, born in Maryland since 1950, 
were studied retrospectively. A birth certifi- 
cate control was matched to each subject by 
race, sex, plurality, age of mother, hospital, 
and date of delivery. Children with other 
diagnosed neurological conditions were excluded 
from the case group. Data on the diagnoses 
of the strabismic children were obtained from 
eye clinics in Baltimore serving essentially 
similar Negro population groups. Only chil- 
dren with diagnoses of esotropia (convergent 
squint) or exotropia (divergent squint) were 
studied. All subjects and controls had been 
born in hospital wards—almost 90 percent in 
four Baltimore hospitals. Thus, the subjects 
and controls were relatively homogeneous in 
socioeconomic status and problems of bias 
usually inherent in differences among hospitals 
were reduced. 

Steps were taken so that the physician who 
abstracted the information concerning the preg- 
nancy from hospital records would not know 
whether the information related to a strabismic 
child or to a control. 

The results were as follows: (1) The lower 
birth weights of the strabismic subjects were 
associated with shorter pregnancies. It was 
believed that the strabismic babies were 
immature rather than undersized. These 
children were not found to be undersized 
relative to control infants born after gestational 
periods of the same length. Strabismic in- 
fants weighed less even when gravidity was 
controlled, a result which suggests that stra- 
bismus is directly associated with birth weight; 
thus, a reduction in prematurity should result 
in lowered incidence of strabismus; (2) The 
mothers of strabismic children had no more 
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complications of pregnancy and delivery than 
the control mothers. They were the women 
delivering premature infants without recog- 
nizable cause. They had suffered more pre- 
vious pregnancy loss, such as abortion or 
stillbirth, than control mothers of similar 
gravidity; (8) A significantly higher proportion 
of strabismic infants than controls had major 
abnormalities at birth or shortly thereafter, 
especially respiratory conditions causing anoxia. 
A majority of the abnormalities among subjects 
and controls were those usually associated with 
prematurity, a finding that reemphasizes the 
importance of the relationship between pre- 
maturity and childhood morbidity. 


Vi. MODEL REPORTING AREA TABULA- 
TIONS—PROGRESS AND PLANS 


a. REPORT OF PRELIMINARY TABU- 
LATIONS FOR 1965 
Ronald L. Jacobson, Statistician, Bio- 
metrics Branch, NINDB. 


(Note.—Due to the preliminary nature of 
the tabulations presented at the Conference, 
the presentation by Mr. Jacobson which follows 
is limited to the general aspects and implications 
of the 1965 preliminary tabulations. However, 
a final detailed report of the 1965 tabulations 
of the Model Reporting Area for Blindness 
Statistics will be published as a separate 
document.) 

Mr. Jacobson first noted that the preliminary 
tabulations represented data which were sub- 
mitted by the 14 Model Reporting Area States. 
He indicated that since Utah was in the process 
of completing its register during 1965, data on 
removals were not available. Thus, data for 
Utah would be confined to those tabulations 
relating to additions to the register during the 
year and total on the register at the end of the 
year. South Dakota, which was also in the 
process of completing its register during the 
year, was unable to provide data on additions 
to the register. Data for South Dakota would, 
therefore, include only those tabulations re- 
lating to total on the register at the end of the 
year and removals from the register during the 
year. 

It was pointed out by Mr. Jacobson that data 
on causes of blindness were not included in his 


report. He indicated that, as a result of the 
quality control program, data on cause of 
blindness were still in the process of being 
reviewed. Mr. Jacobson assured the conferees 
that the nine tables on causes of blindness 
would be published in the 1965 Statistical 
Report of the Model Reporting Area for Blind- 
ness Statistics. 


Mr. Jacobson cautioned the conferees re- 
garding their interpretation of the rate portions 
of the tables 2 and 20. He indicated that 
reliable estimates of the population of each 
MRA State for race, by age and sex for a 
noncensus year, are not available. Asa result, 
the age-specific rates in the race portion of the 
table should be regarded as a crude representa- 
tion and not necessarily as a reflection of the 
true reported incidence rates in that particular 
portion of the population. 


The 17 tables presented were summarized by 
Mr. Jacobson as follows: 


Table 1: Summary Data. 

Tables 2-7: All additions to the register in 
1965. 

Tables 8-10: First additions to the register in 
1965. 

Tables 20-25: End-of-year total on the regis- 
ter. 

Table 26: Register removals during the year. 


The titles of the tables presented and dis- 

cussed were as follows: 

1. Summary table of first additions, read- 
ditions, removals, and end-of-year total 
on register: each MRA State and MRA 
total, 1965. 

2. All additions to the register by race, sex, 
and age: MRA total, 1965. (Number and 
rate.) 

3. All additions to register by race and sex: 
each MRA State and MRA total, 1965. 
(Number and rate.) 

4, All additions to register by age: each 
MRA State and MRA total, 1965. 
(Number and rate). 

5. All additions to register by degree of 
vision: each MRA State and MRA total, 
1965. (Number and percent.) 

6. All additions to register by race, sex, and 
degree of vision: MRA total, 1965. 
(Number and percent.) 


7. All additions to register by age and degree 
of vision: MRA total, 1965. (Number 
and percent.) 

8. First additions to register by age at onset: 
each MRA State and MRA total, 1965. 
(Number and percent.) 

9. First additions to register by discipline of 
examiner: each MRA State and MRA 
total, 1965. (Number and percent.) 

10. First additions to register by degree of 
vision and discipline of examiner: MRA 
total, 1965. (Number and percent.) 

(11 through 19 on causes of blindness 
were not available.) 

20. Total on register by race, sex, and age: 
MRA total, as of December 31, 1965. 
(Number and rate.) 

21. Total on register by race and sex: each 
MRA State and MRA total, as of Decem- 
ber 31, 1965. (Number and rate.) 

22. Total on register by age: each MRA 
State and MRA total, as of December 31, 
1965. (Number and rate.) 

23. Total on register by degree of vision: 
each MRA State and MRA total, as of 
December 31, 1965. (Number and per- 
cent.) 

24. Total on register by race, sex, and degree 
of vision: MRA total, as of December 31, 
1965. (Number and percent.) 

25. Total on register by age and degree of 
vision: MRA total as of December 31, 
1965. (Number and percent.) 

26. Removals from register by reason for 
removal: each MRA State and MRA 
total, 1965. (Number and percent.) 


b. TABULATION PLANS FOR 1966 AND 
SUBSEQUENT YEARS 
Irving D. Goldberg, Assistant Chief, 
Biometrics Branch, NINDB. 


Mr. Goldberg stated that he was very 
gratified to hear Dr. Hurlin’s comments re- 
garding the accuracy of the statistics collected 
in the Model Reporting Area. It was pointed 
out by Mr. Goldberg that most of the emphasis 
of the Biometrics Branch has been placed in a 
solidly developing program. Later, as the 
program progressed, the emphasis has been 
directed at becoming more critical of what is 
being done. In his remarks Mr. Goldberg ex- 
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pressed his appreciation to Dr. Hurlin for 
giving his constructive criticism and stated 
that the next step would be to study how the 
quality of the statistics of the Model Reporting 
Area can be improved. 


Mr. Goldberg commented briefly about the 
mechanical-type puncheard system which is in 
use in all but one of the 14 MRA States. He 
stated that the centralized use of the punch- 
cards for preparation of annual tabulations 
appeared to be working very well. Not only 
does it permit a great flexibility in the kinds of 
regular and special tables that can be produced, 
but it provides an efficient method of preparing 
tables through use of computer facilities. 


The annual puncheard editing procedures, as 
executed by each of the register agencies and by 
the Biometrics Branch preparatory to running 
the tabulations, have appeared to work very 
satisfactorily. It was indicated by Mr. 
Goldberg that the majority of errors are cor- 
rected by the register agencies as a result of 
their editing procedures before submitting the 
cards to the Biometrics Branch. Appreciation 
was expressed to the members of the Model 
Reporting Area for their cooperation in editing 
their punchcards. 


In order to get the maximum information out 
of the MRA registers, Mr. Goldberg pointed 
out that several problems still exist and must 
be resolved. He stated that hereafter special 
attention would be given to these problems on 
a State-by-State basis in conjunction with the 
annual visits of the Biometrics Branch staff. 
One item of continual importance is concerned 
with the elimination of information indicated 
as “unknown.” Although there has been a 
great improvement over the years since the 
beginning of the MRA, there still exist a few 
items in some States where, for a considerable 
number of registrants, the information for 
these items is indicated as unknown. Mr. 
Goldberg cited “date of onset of blindness’”’ as 
being one item with the highest proportion of 
unknown information. Other items included 
age and race where much of the information was 
still unknown. It was stressed to the conferees 
that every effort should be made to follow up 
for any missing information. Perhaps the most 
important single item which should be followed 
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up for complete and accurate information is 
cause of blindness. 

Another problem mentioned by Mr. Goldberg 
was the matter of bookkeeping inaccuracies. 
Mr. Goldberg stated that one of the most 
important areas of concern to the Model 
Reporting Area is the fact that for several 
States the number of persons on the register 


at the end of a given year does not correspond 


to the register totals at the end of the following 
year, based on the number of additions to and 
removals from the register during the course of 
the following year. There is great variation in 
the number of bookkeeping errors among the 
States. This has ranged from apparently 
accurate bookkeeping during 1965 to an un- 
explained net loss of over 200 cases. A similar 
picture, perhaps even to a greater extent of 
error, was present in previous years as well. 
Such error makes it extremely difficult to 
evaluate information from year to year. It was 
explained by Mr. Goldberg that in the early 
years of the MRA special efforts were made to 
update various registers. As a result of such 
updating procedures many persons were re- 
moved from the register, so-called ‘‘deadwood,”’ 
and no account was taken of these removals. 
Thus, the statistics from one year to the next 
did not correspond. However, in more recent 
years such an explanation could not be given. 
He again stressed the importance of accurate 
bookkeeping and added that inaccuracies of 
this nature in published material might cast 
doubt on the accuracy of all MRA statistics. 
It was pointed out to the conferees that the 
Biometrics Branch staff plans to discuss with 
each State agency on the next annual visit to 
the State the problem of bookkeeping inac- 
curacies. 

Besides the set of tabulations which were 
discussed at the Conference by Mr. Jacobson, 
it was noted that the preparation of the cause- 
of-blindness tables had been delayed. The 
reason for this delay was an attempt to incor- 
porate the benefits of the quality control pro- 
gram into the 1965 statistics. As soon as the 
quality control review has been completed of 
all 1965 cases, it will be possible to prepare 
tabulations which should then reflect a better 
degree of uniformity than would otherwise be 
possible. 


Mr. Goldberg next described two special 
tabulations which will be prepared from the 
1965 data later this year. Each of the States 
will receive a special tabulation for 1965 show- 
ing the first additions to the register, readdi- 
tions to the register, and total on the register at 
the end of the year for each county by race and 
sex. Another special tabulation will show for 
each State the first additions, readditions, and 
total on the register by race, sex, and single 
years of age. Mr. Goldberg invited the 
conferees to make any suggestions they might 
have for special tabulations which could be 
prepared at the time the tabulations for the 
annual report are made. 

With regard to plans for future years, Mr. 
Goldberg indicated that no major changes were 
anticipated in the annual tabulations. How- 
ever, he did point out that one special tabula- 
tion will be requested for use in a special on- 
going study. This table affects those removals 
from the register who are removed because 
they moved out of the State. It would be 
desirable to know the place to which these 
persons moved. For the purpose of facilitating 
the preparation of this tabulation at the end of 
the year, it would be well to indicate on the 
register cards the place to which such persons 
moved. Mr. Goldberg mentioned that it was 
planned to begin collecting this information 
on an annual basis in 1966. 

The conferees were reminded by Mr. Gold- 
berg of the basic plan of special tabulations for 
each of the 3 years around the upcoming census, 
which are 1969, 1970, and 1971. The census 
information will not only provide accurate 
population data for 1970 but will also permit 
recalculation of more accurate population 
estimates for the 1960 decade. This will allow 
the Biometric Branch to take the MRA sta- 
tistics that it has been collecting since 1962 and 
produce rates in retrospect which can be inter- 
preted as trend information. However, Mr. 
Goldberg emphasized that before information of 
this kind could be published, it must be de- 
termined that the MRA statistics are accurate 
and that bookkeeping errors are minimal. 

Earlier in the Conference, Mr. McCollam had 
mentioned that the February 15 deadline for 
submitting puncheards to the Biometrics 
Branch for the annual MRA tabulations did not 


permit the States enough time. Mr. Goldberg 
reminded the conferees that this schedule had 
been established because most of the States 
could meet it, and because it allowed the Bio- 
metrics Branch enough time to tabulate data 
for presentation at the annual conference. He 
expressed some doubt regarding the availability 
of sufficient time for the Biometrics Branch to 
prepare the tables in time for the annual con- 
ference if the deadline were changed to a later 
date. He hoped that the register agencies 
would continue to try meeting this deadline. 


With regard to reporting all known blind 
persons to the register, Mr. Goldberg com- 
mented on a remark in this connection made 
earlier by Mr. Mungovan. The following 
example was cited. If a person who is to be 
operated on for a cataract is blind, that indi- 
vidual should be reported to the register of the 
blind even though he might not be blind after 
the operation. Mr. Goldberg stressed the 
importance of registering such a person and 
then removing him from the register if he is no 
longer blind. This not only provides accurate 
incidence data but gives an indication of the 
extent to which measures are being taken to 
restore vision in the blind population. 


Vil. OTHER BUSINESS 


Dr. Goldstein announced that Mr. H. 
Kenneth McCollam, director, Connecticut 
Board of Education and Services for the Blind © 
had been elected to a 2-year term on the MRA 
Advisory Group, and that both Mr. Joseph 
Kohn, executive director, New Jersey Com- 
mission for the Blind and Miss Christine 
Anderson, supervisor of the Social Service 
Division, North Carolina Commission for the 
Blind, had each been elected for 1-year terms. 

Dr. Goldstein mentioned the policy of 
alternating the places where annual conferences 
were to be held so that every other year the 
meeting would be held in Bethesda, Md. Thus, 
the 1967 meeting would be held there sometime 
in May. 

Mr. Bridges invited the MRA to hold its 
1968 Conference in New Orleans, La., indi- 
cating some of the features of that city that 
would appeal to participants. Mr. Stocker, 
under authorization from the Portland Cham- 
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ber of Commerce, cordially invited the MRA 
States to convene in Portland, Oreg., in 1968 
and also mentioned a host of attractions to be 
found in that city. Dr. Goldstein indicated 
that it would not be possible to make a final 
recommendation until more is known about the 
Biometrics Branch budget for fiscal year 1968. 
He conveyed the thanks of the MRA States to 
Mr. Bridges and Mr. Stocker for their kind 
invitations. 

Mr. McCollam expressed the appreciation of 
the MRA States and non-MRA States repre- 
sented as well as all the other guests to Dr. 
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Goldstein and his staff for arranging an ex- 
cellent annual meeting. 


Dr. Goldstein conveyed the thanks of the 
Model Reporting Area to the Massachusetts 
Division of the Blind for its cordial hospitality 
throughout the Conference. 


In concluding, Dr. Goldstein invited com- 
ments from participants on suggestions for 
improving the annual meetings and for in- 
clusion in next year’s agenda. 


The Conference adjourned at 12:25 p.m. 
on May 20, 1966. | 


APPENDIX A 


Homocystinuria Screening Project 
Victor A. McKusick, M.D.! 


There is, in addition to and separate from 
the consideration of this specific project, dealing 
with screening for homocystinuria, perhaps a 
methodologic consideration as to what use 
can registers, such as those that you are con- 
cerned with, be put to in research on eye disease. 

I think you are all aware that in this country 
in particular, with the infectious etiology 
falling off in importance, with nutritional 
etiology falling off in importance, hereditary 
factors in blindness have assumed, relatively 
speaking, much greater importance. 

I would hesitate to estimate what proportion 
of blindness is mainly or at least in part genetic- 
ally determined, but it must be a very signifi- 
cant proportion. The question is, I think, 
whether registers, such as you work with, can 
be used for research in this area. 

There are two characteristics about the types 
of problems involved in genetic disorders of the 
eye that perhaps should be mentioned. One is 
that the individual disorders are rare, although 
in the aggregate they add up a significant body 
of disease. The second point derives from the fact 
that most of the studies that I have in mind 
have as their goals: (1) getting at the mode of 
inheritance of the particular condition, so that 
advice can be given to families; (2) getting at 
what the biochemical defect is in some of these 
hereditary disorders; (8) sorting out the dif- 
ferent types of lesions. 

These types of studies necessitate access to 
the individual patients. In other words, the 
lumped statistics will not suffice. One must 
have access to the individual families in order 
to assemble additional information. So the 
question boils down to how registers can be 
used for initial ascertainment of cases, while 
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maintaining at the same time the confidenti- 
ality of the registry, avoiding infringements on 
the privacy of the patient, and maintaining the 
confidence of the physician who reports infor- 
mation to the registry. 


You are perhaps aware that there is a 
condition called Marfan’s syndrome in which 
the eye is affected with dislocation of the lens 
being the cardinal feature, in which there are 
skeletal features, with the patient being 
excessively tall as a rule, and in which there are 
other manifestations, including cardiac prob- 
lems in some cases. 


It has been found recently that some of the 
patients who simulate the true Marfan’s 
syndrome have a distinct metabolic disorder 
which is called homocystinuria. It has this 
name because there is a substance, homocystine, 
which appears in the urine. This condition is 
readily diagnosed by identifying the substance 
in the urine of patients with dislocated lenses or 
suspected Marfan’s syndrome through use of 
the cyanide-nitroprusside test. 


This condition also has dislocation of the 
lenses and often severe myopia. The disloca- 
tion of the lenses is progressive. By age 10, all 
of the patients with homocystinuria probably 
have dislocation of the lenses. In addition 
they have skeletal problems, soft bones being a 
leading feature, and they have vascular prob- 
lems, thrombotic in nature. They get arterial 
thrombosis, including coronary thrombosis and 
venous thrombosis. 


About 2 years ago we mounted a wide survey 
of cases with dislocated lenses and or cases 
that were presumed to be Marfan’s syndrome. 
We were able to conduct this survey, getting 
urine samples by mail. Asaresult we were able 
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to screen a fairly large series of cases of the 
categories mentioned. 

The urine was screened at Johns Hopkins 
Hospital in Baltimore on patients in these 
diagnostic categories. The help and coopera- 
tion of many ophthalmologists and large 
ophthalmology centers throughout this country 
made this possible. 

Thus far, we have screened at least 1 member 
of over 700 families in which there is at least 1 
individual who answers the description that I 
mentioned. It turns out that 5 percent of 
nontraumatic dislocated lenses is on the basis 
of homocystinuria. 

The uses to which data from families ascer- 
tained to have homocystinuria can be put are 
several: (1) To determine the precise mode of 
inheritance of this condition, and it proves to 
be inherited as a recessive disorder. Brothers 
and sisters are affected, but parents are normal, 
and as a rule when these individuals have 
children, they do not pass it on to their children; 
(2) to determine how prevalent this disease is. 
We realize that this is a minimal prevalence 
figure, and this is in fact the reason why we 
would like to cast our net more widely, if 
possible, through your help; (8) to determine 
whether some groups of particular ethnic ex- 
traction are more frequently affected than 
others. The data to date indicate that this is 
fairly homogeneous in its distribution through 
the many different types of extractions which 
are represented in Americans; and (4) to dis- 
cover more about what the mechanism of the 
metabolic defect is and, potentially, to devise a 
treatment of this metabolic defect. The 
enzyme defect has been identified and it has 
many parallels to PKU (phenylketonuria) 
which you know is now amenable to treatment 
by dietary means. 

Even though this is a genetic defect, the 
genetic defect is of such a type that these 
individuals don’t metabolize the amino acid 
methionine properly. If the diet is adjusted 
properly to reduce the methionine intake, it 
appears that many of the features of the 
disease, including dislocated lenses, can be 
avoided. 

I was going to show you some slides which 
give you some idea about the nature of the 
screening test, and show you some pedigrees 
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and data that we have collected from our 
surveys thus far. 

In over 700 families that we have screened, 
we have identified 35 families that have homo- 
cystinuria. Somewhat over 60 patients with 
homocystinuria are included in this series. 

The method which I think could be used and 
the method which we have used in other some- 
what parallel situations would be as follows: 
For the registry—this is one method that could 
be modified as seemed indicated—to inform the 
family that we at Johns Hopkins Hospital are 
conducting such a test on urine for purposes 
of studying eye problems, and ask if they 
would be willing to provide a urine sample. 
If the card is returned in the affirmative, then 
a plastic container would be mailed to the 
patient with postage for return to Baltimore 
for a testing. 

If it would seem indicated, the physician 
who reported the case could be gotten into the 
system at some point. Perhaps the initial 
inquiry, initial invitation for cooperation, 
could be made to the physician and through 
the physician, or with his permission, then 
made to the family. I think that this illustrates 
the question about what use can be made of 
registries for the investigation of specific 
entities which require access to specific patient 
groups. 

I could well imagine that someone would be 
interested in studying corneal dystrophy or 
studying congenital glaucoma and so on, and 
that your registries could be very valuable 
sources of material in scientific studies of this 
type. 


DISCUSSION 


Mr. Gambaro asked whether the determina- 
tion that a blind person had homocystinuria 
would affect rehabilitation or the development 
of case services. Dr. McKusick replied that 
the dietary therapy of homocystinuria had not 
been entirely worked out as yet. It represented 
a promising area rather than an established 
method of management. However, he em- 
phasized that it was important to be able to 
distinguish homocystinuria patients from those 
with Marfan’s syndrome because of the 
thrombophlebitis and thrombotic accidents to 
which homocystinuria patients are subject. A 


number of such patients have been placed on 
long-term anticoagulant therapy. In general, 
in medicine there is no substitute for an ac- 
curate diagnosis. The proposed screening 
program makes possible a desired differential 
diagnosis. 

Mr. McCollam pointed out that if the regis- 
ter were to include cases above the legal 
definition of blindness, it would be possible to 
find more cases for screening purposes. Dr. 
McKusick indicated that of the approximately 
60 cases of homocystinuria that have been 
picked up, probably only 5 to 10 of them might 
find their way to blindness registers with the 
blindness definition as it is. 

In reply to a question from Miss McLaughlin 
as to whether dislocated lenses and other 
complications of homocystinuria could be 
prevented with treatment, Dr. McKusick 
stated that there appeared evidence that this 
was possible, but it was not an established 
fact as yet. There was every reason to think 
that dislocation of a lens is a progressive affair. 
This stemmed from the fact that dislocation of 
the lens was often not evident even with very 
competent eye examinations in such cases 
although myopia, not of severity enough to 
come within the definition of blindness, might 
be present in fairly marked degree. However, 
during the course of repeated examinations over 
a period of years, the dislocation of the lens 
appeared. The fact that the effects on the eyes 
might be progressive has a hopeful aspect 
because, if this is so, the metabolic defect can 
be controlled. There would be every reason to 
believe that dislocation might be prevented if 
therapy were instituted between the ages of 
5 and 10 years. 


There was further discussion as to how to 
identify the cases desired for screening by 
Dr. McKusick. Mr. D’Andrea_ inquired 
whether the prevalence rate for Marfan’s 
syndrome in the population was known. In 
reply, Dr. McKusick stated that a rough esti- 
mate would indicate it occurred in about 1 case 
in every 20,000 births which would make it a 
fairly rare occurrence. However, it closely 
approximates the prevalence rate for the 
metabolic defect known as phenylketonuria 
(PKU). A question was raised by Miss Cole 
concerning the degree of association between 
screening for PKU and screening for homo- 
cystinuria. Dr. McKusick mentioned that a 
screening program for PKU in the newborn, 
already in existence at the Massachusetts 
General Hospital in Boston under the direction 
of Dr. Mary Efron, has homocystinuria screen- 
ing built into it. He further added that, to his 
knowledge, the youngest patients that have 
been picked up have been about a year old. 
It was his opinion that anyone in whom the 
possibility of Marfan’s syndrome is raised 
should have the homocystinuria test. Even 
if some should prove not to have homo- 
cystinuria, the wisest approach is to perform the 
test. 

Dr. McKusick emphasized that cooperation 
by the State agencies with his program will not 
impose any financial burden on the States and 
would be so arranged that there would be the 
least possible inconvenience involved for these 
agencies. A request by Dr. McKusick for 
cooperation from the States that were repre- 
sented brought affirmative replies from 10 
of them. 
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APPENDIX B 


Review of Development of the Model Reporting Area for Blindness Statistics 
Hyman Goldstein, Ph. D.! 


About 6 years ago the Biometrics Branch, 
NINDB, started actively to look into the 
possibility of securing comparable data on the 
incidence and prevalence of legal blindness 
among States maintaining blindness registers. 
After visiting every State in the country that at 
that time maintained a blindness register of any 
type, staff of the Branch concluded that there 
was great variation among the States visited in 
the type of data collected and the manner of 
collection, in the definition of blindness used 
and, consequently, in the eligibility of persons 
for inclusion on the register and for services 
available, in the updating procedures, if done at 
all, and in the uses to which register data were 
put. 

After meeting with its planning group, the 
Biometrics Branch set up standards for ad- 
mission to a proposed Model Reporting Area 
for Blindness Statistics (MRA) which were 
approved. The MRA was established in 1962 
and has grown at a rate determined largely by 
the willingness and ability of a State to meet 
the standards and by the availability of funds 
and personnel to the Biometrics Branch to 
meet the obligations imposed on the Branch. 
Some of these obligations related to the letting 
of contracts to States to assist them in the 
initiation of new registers or improvement of 
existing ones; other obligations related to 
furnishing consultation on a continuing basis 
to potential and actual MRA members. 

Shortly after the MRA was established, 
the Branch became aware of the basic need to 
determine how completely legally blind persons 
were reported to their respective State registers. 
This is a problem that, as far as is known, has 
never been tackled. There are, of course, a 
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number of estimates based mainly on hunches 
and on a knowledge of the nature of blindness 
as a rather disabling condition. These esti- 
mates range from 80 to 95 percent. But there 
is no valid estimate based on survey. As a 
result, the Biometrics Branch requested funds 
over a period of years to conduct studies of 
completeness of reporting concurrently with 
attempts to groom States for admission to the 
MRA. Funds, however, were not made 
available to the Branch for such studies. 


There are now 14 States in the MRA. An 
additional three States, Georgia, District of 
Columbia, and New York, are being groomed 
for membership. Five other States, Maryland, 
Texas, Michigan, Colorado, and North Dakota, 
are interested in securing assistance to meet 
MRA standards. 


The MRA has attracted considerable inter- 
est both here and abroad as the first attempt 
anywhere to apply a set of standards in the 
collection of data on blindness so that such 
data may be compared or pooled. 


In August 1965 a copy of a report from 
Senator Lister Hill’s Committee on Appropri- 
ations with respect to appropriations for fiscal 
year 1966 was made available to the Branch. 
This particular report dealt with the NINDB— 
recommended appropriations and included the 
following statement: ‘‘There is a serious lack of 
knowledge regarding the prevalence and distri- 
bution of eye diseases, especially the associated 
disabilities of the blind which contribute so 
much to their problems of daily living. The 
Committee regards the Institute’s Model 
Reportlng Area for Blindness as an important 
step toward obtaining accurate information and 
believes that this program should be extended 
to include a wider and more representative 
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national sample. In addition, the Institute 
should undertake epidemiological studies of 
glaucoma, myopia, and vascular diseases of the 
eye in an effort to discover the causative factors 
in these common eye defects. Of the additional 
funds provided, $500,000 should be allocated to 
the Institute’s direct operation for these in- 
vestigations, including the development of 
whatever new diagnostic instruments may be 
required.”” These moneys were included in the 
Institute’s appropriations effective July 1, 1965. 

After some delay, the Branch was informed 
by the NINDB administration that a review 
panel, composed of an opthalmologist and three 
biostatisticians, would be set up to seek “an 
updated critical review of the activities of the 
Model Reporting Area and background in- 
formation for an equitable allocation of posi- 
tions and funds.’’ The charge to this panel 
was as follows: “‘For purposes of future plan- 
ning, this Institute would find it most valuable 
to have a clearly objective appraisal of this 
undertaking, that is the Model Reporting Area 
for Blindness Statistics with respect to (a) its 
overall mission and the attendant implications 
for research or service in the interest of im- 
proving public health or both; (6) its meth- 
odology with appropriate consideration to the 
adequacy of control on quality of all assembled 
data; and (c) the need for, and recommended 
direction of, any such change as may be neces- 
sary to achieve realistically defined objectives.” 

The panel met with senior staff members of 
the Biometrics Branch for several hours on 
November 38, 1965, in general discussion of 
objectives, procedures, and problems. There 
was considerable discussion about MRA ob- 
jectives, plans to reach these objectives, the 
MRA quality control program, and other 
aspects of the program. Materials, publica- 
tions, and copies of correspondence were 
furnished to the panel before and after the 
meeting. The panel as a whole or individual 
members of the panel met or communicated 
with several directors of State blindness 
agencies in the MRA program, with represen- 
tatives of the National Society for the Preven- 
tion of Blindness, American Foundation for the 
Blind, National Center for Health Statistics, 
and the Neurological and Sensory Disease 
Service Branch, representatives of the Social 
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Security Administration, Welfare Adminis- 
tration, Vocational Rehabilitation Adminis- 
tration, and of various other Biometrics 
Branches at NIH. 

The report of the panel was released early 
in December 1965 and includes material deal- 
ing with the need for, and origin of, the MRA, 
and its standards. The report also dealt with 
development of the Standard Classification of 
Causes of Severe Vision Impairment and 
Blindness, the endorsements from the various 
agencies such as the American Academy of 
Ophthalmology and Otolaryngology, the AMA 
Section on Ophthalmology, the American 
Optometric Association, and the Council of 
State Directors of Vocational Rehabilitation. 
It mentions the recommendation of Dr. L. D. 
Duane in his book ‘Ophthalmic Research: 
U.S.A.,” to the effect that the goal of MRA is 
highly commendable and should be pushed to 
conclusion without delay. It also refers to the 
fact that there have been annual meetings of 
the MRA at which papers were presented, 
summaries of achievement discussed, ete. It 
includes a map showing the States now in the 
MRA or being groomed for admission. There 
is some discussion of the fact that although 
about 19 percent of the population is now 
covered by MRA and another 12 percent, 
including New York and other States, expect 
to be covered within a year, there is apparently 
a serious disproportion geographically. Most 
of the MRA States are on the East Coast. 
Certain of the census divisions of the country 
are very poorly represented or not represented 
at all. There is a discussion of the cost of 
blindness to the Nation, and an estimate is 
made that such cost overall certainly comes 
close to a billion dollars annually. This figure 
may not include other things such as loss of 
income or tax revenue that may result from 
blindness. 

The report indicates that ascertaining the 
cost of blindness is a research problem here 
befitting the detailed attention of a group such 
as the Biometrics Branch, NINDB. There is 
mention of the usefulness of blindness statistics 
and the various kinds of users of blindness 
statistics. There is some discussion about 
absolute and relative blindness and it touches 
on the matter of functional blindness, but it is 


indicated that it is not reasonable to expect 
that the Model Reporting Area should at this 
stage venture far into this complex domain of 
description. It points out that the opportun- 
ities for imaginative leadership from MRA in 
both stimulating research by others and 
accomplishing statistical research itself are 
broad indeed, and that these needs surely 
constitute a challenge worthy of most careful 
administrative consideration. 

The report states: “It is an evident fact that 
any program dealing with the control of a dis- 
ease requires a basis of knowledge of the occur- 
rence of this disease in the population as com- 
plete as possible both as to extent and as to 
type. To this end it is necessary to procure 
data which will define (a) the extent of the 
problem as measured by prevalence of the dis- 
ease condition together with all available evi- 
dence of the incidence and (6) the nature of the 
problem, including data as to type of disease, 
individual and population characteristics, and 
all the additional information needed to assess 
the impact of the disease on the total commu- 
nity. It should be a major function of a Model 
Reporting Area to study methods for determin- 
ing the completeness of rosters for the valida- 
tion of reported conditions and for the following 
changes in conditions: 1.e., additions to and 
deletions from the register. The development 
of a system of case finding is therefore an 
essential component in the prime objectives of 
a Model Reporting Area. In order to obtain 
reliable information on the nature of the im- 
pairment, its extent, causation, and prognosis, 
together with information that could be used 
for genetic studies, it is necessary that the 
patient be studied by a fully qualified specialist 
in the field of vision. It is clear that such 
information can never be obtained on a broad 
basis so as to include all persons on a complete 
register. It is therefore necessary to devise, 
with adequate care, a system of sampling 
studies which will yield data referable to the 
whole field. The function of a Model Reporting 
Area can then be considered as divided into two 
parts: (1) the development of the mechanism of 
recording, as completely as possible, the exist- 
ence of cases of blindness and the occurrence 
of new cases so as to delimit the extent of the 
problem; (2) to serve as a base for devising 


sampling studies which will give information 
on an intensive basis regarding the nature of 
visual impairment.” 

The recommendations of the panel report 


pertaining to MRA are as follows: 

(1) The MRA should be continued. The data being 
collected are of definite value in carrying forward 
an important mission of NINDB. Reliable data 
of the nature that MRA will develop are not other- 
wise currently available, nor does any other 
service organization appear likely to provide such 
data. Every organization or person consulted by 
the panel commended MRA for its accomplish- 
ments in the direction of securing uniformity of 
definition and cooperative reporting of blindness 
by the member States; 

(2) As MRA progresses in its data collection it is 
anticipated improvement in the collection system 
will be developed. Certainly, such improvement 
should be incorporated into MRA as they appear. 
On the other hand, it is possible that completely 
different methods of obtaining such data may be 
developed. In such a case, if new methods are 
more efficient and productive than those of MRA, 
then it is to be anticipated that MRA will be 
replaced by another system of data collection; 

(3) In the event that MRA develops into an operation 
of wide coverage of prospective permanence, it is 
suggested that the operation be left more com- 
pletely in the hands of the States in a manner 
parallel to that of the present vital statistics 
systems as conducted by the National Center for 
Health Statistics. The function of MRA within 
NINDB would then be as a collection and integra- 
tion point for the data from the several State 
registers, and a coordinating center for the 
separate operations; 

(4) It is most important, for the time being, that 
validation of the methods being used by MRA, 
and any others being developed, be expedited. 
It is emphasized that such validation should not 
only precede any further expansion, but also be 
built into any future expansion of MRA. Statis- 
tical completeness and accuracy of the component 
registers is an obvious requirement for inter- 
regional comparisons to be made or national 
estimates to be formed from assembly of all data. 
The consistency of medical opinion needs to be 
documented on a continuing basis. Whatever 
be the method of validation devised, the tests 
themselves should be performed independently 
and not by staff of the Biometrics Branch, 
NINDB. The validation work should be devel- 
oped within the existing geographic limits, and 
possibly within very small areas. It is also rec- 
ommended that the use of ongoing Human 
Population Laboratories not be overlooked in this 
connection; 

(5) While it is recognized that foreign projects may 
have a great deal of merit, the panel did not feel 
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its charge warranted a consideration in depth of 
these projects. It did conclude, however, that 
although these projects may be of outstanding 
potential, they should not be allowed to divert 
the Branch Chief and his staff at this time from 
concentrating on the problems of blindness 
within the MRA; and 

(6) The panel did not have time nor opportunity to 
explore the Branch Chief’s stated position that 
the Biometrics Branch is understaffed. However, 
it is urgent to recognize that the supervision of 
cause-of-blindness codes by only one person, as 
at present, is a hazardous administrative situation 
for a crucial part of the total program. 


The Branch Chief was asked to prepare a plan 
which he did with the help of his staff, as to 
what the Branch intended to do in light of the 
report. A draft of the plan, as well as the 
panel report and its recommendations, were 
reviewed with the advisory group of the MRA 
in January 1966. As of the time of that 
meeting, neither funds nor positions result- 
ing from the congressional recommendation 
(adopted and incorporated into the appropria- 
tions for the NINDB for fiscal year 1966, 
starting July 1, 1965) had been received by the 
Biometrics Branch. 

The plan that was submitted first undertook 
to reply to the six recommendations. With 
respect to the first three recommendations, no 
action was requested on the part of the Bio- 
metrics Branch which was in general accord 
with them. Indeed, the MRA has been de- 
veloping from the point of view envisioned by 
them. 

Comment on the fourth recommendation 
may be withheld for the moment. The panel 
stated, in connection with the fifth reeommen- 
dation, that it did not feel its charge warranted 
a consideration in depth of any foreign project 
which is not, and cannot be, a part of the MRA. 
Such projects are not considered an integral 
part of the MRA but merely ancillary interests 
of NINDB and NIH. The one foreign project 
undertaken, namely in Egypt, has taken very 
little staff time, has already produced recom- 
mendations in methodology for use in this 
country in visual screening survey projects. 
The screening methods developed and used in 
the Egyptian project may be of great help in 
proposed completeness of reporting projects for 
use in this country. The sixth and last recom- 
mendation indicated that even without study of 
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the Biometrics Branch staffing problems as they 
relate to the MRA, it was obvious that there 
was a critical shortage of medical cause coding 
personnel. The shortage in statistical staffing 
was not even explored by the panel. 

Coming back to the fourth recommendation, 
the panel had suggested that: (1) Validation 
studies and methods be undertaken and de- 
veloped and that these methods and studies 
should not only precede any future expansion of 
MRA but also be incorporated into any future 
expansion of MRA. In other words, expansion 
of MRA at this point should be stopped until 
studies were done to determine completeness of 
reporting and validation of the data; (2) the 
Biometrics Branch not be involved in making 
these studies (this was later clarified by the 
chairman of the panel to include the Branch in 
planning such studies); (8) that such studies be 
done within the States and in small geographic 
areas; and (4) that the National Health Survey 
and ongoing Human Population Laboratories 
be contacted to explore possible assistance. 

With respect to the fourth recommendation, 
it was the plan of the Biometrics Branch to 
carry forth concurrently (1) Completeness of 
reporting and validation studies, and (2) 
expansion of the MRA to include at least key 
States which are urgently needed for research 
purposes and for reliable national estimates of 
blindness. The basis and reason for this 
approach for the further development of MRA 
are quoted from the proposed plan. “The 
Biometrics Branch is in complete agreement 
with the Panel’s recommendation for complete- 
ness of reporting studies. The Branch has on 
a number of occasions over the past few years 
requested modest funds in which to initiate 
studies such as these but such funds were not 
made available. Therefore, the branch is 
gratified with the recommendation the panel 
made on this aspect of the program. There is 
full agreement with the panel that these studies 
should have a high priority. Such belief is 
held despite the opinions of several directors 
of blindness register agencies contacted by the 
panel that their registers were from 80- to 95- 
percent complete, and despite the fact that the 
nature of the blindness impairment is such that 
even most of the relatively few well-to-do blind 
persons sooner or later are expected to seek 


such services as talking books from official 
agencies and thus become known to the register. 
The Biometrics Branch plans to determine 
which organizations, if any, can and will assist 
it in validation studies. For reasons of feasi- 
bility it will attempt to use organizations that 
already have existing overheads, including 
staff and survey facilities. An attempt will be 
made to build validation procedures if possible, 
into already existing operations. In this con- 
nection it is planned to contact survey agencies 
that appear to be capable of conducting com- 
pleteness of reporting surveys and to discuss 
with their appropriate staffs the possibility of 
undertaking approaches by which the objec- 
tives of the surveys may be reached feasibly 
within the scope and nature of the MRA pro- 
gram. Where an agency can be of assistance, 
details would have to be worked out with 
reference to the area or areas for such studies 
and with respect to the nature of the screening 
check such as questionnaires, visual acuity 
screening, etc. It is obvious that for maximum 
usefulness completeness of reporting projects 
would eventually have to be conducted in 
every MRA State, and that some provision 
would have to be made for periodically re- 
peating such projects. This is so because the 
findings in any one community cannot per se 
be assumed to be true for other communities in 
a given State and the definings of any one 
State cannot necessarily be expected to hold 
for other States. Since one cannot presume 
that completeness of reporting is static such 
evaluations must be repeated periodically.”’ 
Contacts were made with the National 
Health Survey and with the Bureau of the 
Census. The Chief and Assistant Chief of the 
Biometrics Branch met with an official of the 
National Center for Health Statistics on Jan- 
uary 6, 1966, and reviewed with him the back- 
ground of MRA, pertinent aspects of the 
panel’s report and its related recommendations. 
He gave careful consideration to the size of 
samples required for the proposed survey as 
they relate to the desired objectives and con- 
cluded that, because of the relatively low preva- 
lence of blindness, superimposing the complete- 
ness of reporting survey on the existing National 
Health Survey procedures would not yield 
sufficient cases of blindness to meet the 


objectives of the completeness of reporting 
check. He suggested the need for “‘tailormade’’ 
ad hoc surveys which the National Health 
Survey would not be able to conduct. In his 
opinion such ad hoc surveys would be both 
time-consuming and very expensive. He 
referred the Biometrics Branch to the Bureau 
of the Census in order to determine whether 
or not that agency could be of assistance. 

The Chief and Assistant Chief of the Bio- 
metrics Branch met with several representa- 
tives of the Census Bureau on January 12, 1966. 
Again the background of the MRA and the 
pertinent aspects of the panel’s report were 
reviewed. After detailed discussion there was 
a general consensus that any completeness of 
reporting surveys required to meet the neces- 
sary objectives would be very expensive and 
time-consuming. It was also suggested special 
ad hoe surveys would be required rather than 
the incorporation of such surveys into existing 
normal Census Bureau operations. They 
indicated at that time that further thought 
including considerations of cost would be given 
by the Census Bureau’s staff to this matter and 
they would report to us. At a later date we 
were informed that a survey of a single small 
community, including ophthalmological infor- 
mation of those picked up as blind, might 
involve a cost of $250,000. It is planned, 
however, to consult with representatives of 
other agencies such as the University of Michi- 
gan’s Survey Research Center. However, it is 
doubtful that the Survey Research Center could 
meaningfully incorporate the validation surveys 
in its ongoing national surveys since that Center 
utilizes even smaller samples than the National 
Health Survey. It is planned to contact the 
Internal Revenue Service in order to determine 
whether data are available from that agency 
with reference to Federal income tax exemp- 
tions of blind taxpayers and their spouses in 
MRA States that will permit some evaluation 
of the extent of underreporting. A contact with 
that agency several years ago, for such pur- 
poses, had proved fruitless because no data on 
blind dependents but only on blind taxpayers 
and their spouses requesting exemptions for 
blindness are available to the Internal Revenue 
Service. Furthermore, many blind persons do 
not have enough income to require them to file 
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income tax returns. According to present 
plans, the potential of other agency systems 
such as that of the Social Security Administra- 
tion would also be investigated in this connec- 
tion. 

In its fourth recommendation the panel 
referred to the potential use of Human Popula- 
tion Laboratories for purposes of validation 
studies. In this regard, with the exception of a 
so-called laboratory covering a very restricted 
geographic and socioeconomic area in upper 
Broadway in Manhattan in New York City, 
there are no Human Population Laboratories in 
States that are now in the MRA or that possibly 
would be admitted within a year. Therefore, 
the use of such facilities for validation purposes 
within the present MRA was limited. 

Mention should be made that the Branch’s 
inquiries at the National Health Survey and the 
Census Bureau indicated that even if it were 
possible to include MRA surveys into ongoing 
surveys of these agencies, this could be con- 
tingent on existing budget and schedule restric- 
tions of these other agencies. Special ad hoc 
surveys were possible and generally could be 
initiated with less delay. But it would never- 
theless take as long as 14% years to plan, 
conduct, and analyze the data even of a single 
survey limited in scope such as that of a single 
small community within one State. It is 
apparent that any completeness and validation 
studies must be planned carefully and that 
they require a great deal of time and money to 
conduct. 

As soon as possible and where feasible, at- 
tempts will be made to set up studies to visually 
screen samples of residents of nursing and rest 
homes in communities covered by MRA 
registers, in order to determine to what extent 
such residents have been under- or- over- 
reported to registers. If feasible and having 
potential, it is also planned to undertake 
studies where it may be possible to check 
hospitals, clinic and physician records for 
cause-of-blindness information against register 
data. If such studies are possible to do, they 
may help to validate information on cause of 
blindness insofar as indicating whether the 
register data accurately reflect what was on 
the hospital, clinic, or physician records. Such 
a study is being planned with the Ophthal- 
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mology Department, Mt. Sinai Hospital, New 
York City, whereby it may be possible to check 
against the New York State blindness register 
the medical and other data from the records of 
patients adjudged to be legally blind in that 
hospital and other institutions in New York 
City. 

It is planned meanwhile to continue to 
improve the quality control program relating 
to cause of blindness that is now in operation 
in the MRA program. The quality control 
program is probably the only one of its kind in 
any large-scale morbidity reporting system in 
this country or even throughout the world. 
This aspect of the MRA which has great 
potential for research activity on etiology of 
blinding conditions will be given increasing 
emphasis. In this regard it may be noted that 
the Biometrics Branch experience has promoted 
and will continue to promote the adoption 
throughout the MRA of a standard eye exami- 
nation report form, particularly with regard 
to reporting cause-of-blindness information. 

The second part of the proposed Biometrics 
Branch plan deals with the relationship of 
completeness of reporting studies to further 
expansion of MRA. The panel recommended 
that the MRA not undergo any further expan- 
sion until all the validation and completeness 
of reporting studies have been completed. It 
is evident that securing information on com- 
pleteness of reporting or on validation of cause 
of blindness depends on a number of factors 
that affect the possibility of getting such data 
and the duration of time it would take to do so: 
(1) Determining the nature of studies which it 
may be feasible to do; (2) finding an agency 
that is staffed and willing to undertake the 
studies needed; (8) determining how soon such 
studies can be scheduled by such agencies; and 
(4) duration of time to plan and conduct studies 
and to analyze the data. These are, of course, 
also dependent on securing the necessary co- 
operation of blindness register agencies, hos- 
pitals, clinics, physicians, and the population 
to be surveyed. Further, the extent to which 
such studies can be done must be largely con- 
tingent on budget limitations since they gen- 
erally are very expensive to do. 

It is evident that validation takes time; it 
is not an easy job. It may necessitate a number 


of approaches and a number of pilot studies. 
Much planning and much careful thought are 
essential. Validation is a continuing process 
and is never really ended. Further, it must be 
kept in mind that, although at present the 
total MRA population distributions by age 
group, sex, and race (white and nonwhite) are 
quite close to those of the United States as a 
whole, geographically they are not representa- 
tive of the total United States. The MRA, 
including the three States now working toward 
membership, represents a disproportionately 
heavy population concentration on the East 
Coast. As a matter of fact, in two of the nine 
census geographic divisions there are no MRA 
States. States in other geographic divisions are 
very meagerly represented in MRA. To quote 
from the panel report, ‘““This imbalance is a 
natural consequence of the voluntary accept- 
ance of MRA requirements of the States con- 
cerned and the multiple self-selection proce- 
dures operating within them.” In other words, 
a State gets into MRA on its own volition; 
there is no compulsion. The State can stay or 
leave. This would automatically mean that it 
is not a random sample of States. 

The MRA now covers about 19 percent of 
the total U.S. population and possibly within a 
year, with the addition of three States, New 
York, Georgia, District of Columbia, it will 
cover about 31 percent. A determined effort 
will have to be made to secure for MRA mem- 
bership certain key States in order to establish 
greater geographic representation. These key 
States include those with large populations, 
those located in different geographic areas 
and/or those with population concentrations 
of certain ethnic groups. Such States would 
not only materially improve the geographic 
distribution of the MRA, but would also 
provide greater coverage of the U.S. population. 

As noted above, the present composition of 
the MRA is largely deficient from the point of 
view of geographic distribution, particularly 
in certain areas which are relatively densely 
populated. For example, there is no MRA 
representation in the highly industrialized 
and heavily populated East North Central 
division of the country called the Midwest. 
This division is composed of Ohio, Indiana, 
Illinois, Michigan, and Wisconsin. Not a 


single one of those States in the Midwest is in 
the MRA. 

The addition to MRA of key States would 
provide a firmer basis for projection of data of 
the MRA to a national level. The addition of 
such States as Texas, Michigan, and Ohio, 
among others which have expressed an interest, 
would add greatly to the eventual potential of 
the program. It is essential that the Biometrics 


- Branch continue its efforts to include in MRA 


as many of the key States as possible that are 
willing and able to become members. Interest 
in the program has been shown by almost all of 
the key States. However, because of various 
local considerations or activities, such as 
reorganization going on within the State 
program, legislative actions, and preliminary 
efforts by the State toward membership, their 
membership to date has not yet been secured. 

Efforts must be made to obtain, insofar as 
possible, an adequate coverage of the popu- 
lation with respect to known or suspected 
characteristics influencing the incidence or 
prevalence of blindness. These include, in 
addition to geographic location, such character- 
istics of the population as age, race, sex, ethnic 
groups, etc. Adequate coverage of this type is 
essential for certain kinds of research studies. 
It is known, for instance, that some diseases 
such as diabetes are causally related to 
blinding conditions and that certain ethnic 
groups may be more prone than others to 
such diseases. Consequently, some consider- 
ation must be given to ethnic characteristics 
in MRA coverage. One of the most feasible 
ways to achieve adequate coverage of ethnic 
groups is through adequate geographic cover- 
age. 

The importance of an adequate coverage of 
MRA was clearly indicated by the panel itself: 
“‘Geographic distribution of a particular type of 
blindness could provide clues to the etiology of 
blinding diseases of unknown origin such 
as uveitis. Some forms of cataracts have 
identifiable etiologies, others do not. Depend- 
able information on a broad scale is needed on 
macular degeneration as an all-too-commonly 
responsible factor of visual loss in advancing 
age. We know little about this obscure and 
incapacitating ocular disease in relation to its 
distribution among the sexes, the geographic 
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areas involved and the influence of the socio- 
economic factors.”” In this light, it is interest- 
ing to note the observance by the panel that a 
function of MRA is ‘‘to serve as a base for 
devising sampling studies which will give 
information on an intensive basis regarding the 
nature of visual impairment.” The Biometrics 
Branch has been working toward this goal. 

The aim to establish and maintain the 
registers in a uniform manner with complete 
and reliable information is an ongoing activity 
and indeed a membership requirement of MRA. 
It is planned to place greater emphasis on this 
research aspect of the MRA in the future. An 
attempt at projection of statistics in the MRA 
for purposes of national statistics must take into 
account, insofar as possible, factors which are 
known or suspected of having material influence 
on incidence and prevalence of blindness such 
as age, race, ethnic groups, and environment, 
including health, occupation, education, ete. 
Consequently, it will be best perhaps to think of 
the extension of MRA in terms of the extent to 
which such influencing factors are adequately 
covered within the MRA. Projection of data 
from MRA would be made by applying 
appropriate adjustments and weights to these 
factors, taking into account their distribution 
in the MRA as compared with the United States 
as a whole. In any consideration of further 
development and expansion of the MRA, one 
must give serious consideration to the matter of 
timing with respect to a given State’s readiness 
to enter the MRA program. If key States are 
lost to MRA, research potential and rapport 
are lost. This may seriously reduce the poten- 
tial of the MRA for producing reliable national 
estimates on blindness. Any appreciable delay 
in MRA expansion would result in correspond- 
ing delay in achieving such estimates. With 
respect to the matter of timing, it should be 
noted that, prior to the panel’s review, the 
Biometrics Branch had encouraged certain 
States to improve their~registers toward 
eventual MRA membership. 

Of great importance is the fact that the Bio- 
metrics Branch will not consider assisting 
States interested in MRA membership which 
do not obtain in advance the cooperation and 
endorsement of agencies and professional people 
serving the blind within the State, such as 
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various State departments, voluntary agencies, 
private agencies, ophthalmological and opto- 
metric societies, etc. All these factors are 
important considerations in responding to a 
request from a State for assistance in meeting 
the standards for admission to MRA. Any 
appreciable delay by Biometrics Branch to 
satisfy such requests may result in permanent 
loss of the State to the MRA program, particu- 
larly, since interest and enthusiasm for the 
program by all groups involved, within a State, 
may wane. It is the Branch’s experience that 
timing is of the essence in this voluntary pro- 
gram. In view of the fact that validation 
studies take considerable time to accomplish, 
it would be in the best interest of the Nation to 
groom those States for MRA that are ready for 
such action. This may or may not involve the 
expenditure of Federal funds; however, it would 
greatly reduce the likelihood of subsequent 
necessity to undo a noncomparable approach to 
MRA procedures by a State that had been 
denied help from the Biometrics Branch. 
Where a State is interested in the MRA pro- 
gram and requests assistance, such help should 
be given as rapidly and economically as pos- 
sible. It is in line with congressional intent 
that, ‘“This program should be extended to in- 
clude a wider and more representative national 
sample.’’ Similarly, it isin accord with the rec- 
ommendation made by Dr. Duane in his book 
to which reference has previously been made, 
“The goal of this study is highly commendable 
and should be pushed to conclusion without 
delay.” 

With respect to cost aspects, the MRA is 
certainly one of the least expensive methods, 
if not the least expensive of obtaining national 
blindness statistics based principally on 
ophthalmological examinations, since it utilizes 
already existing data collection mechanisms on 
a uniform basis. Such limited financial help, 
which is provided by NIH to these States, is of 
short duration arm is directed only toward the 
improvement or establishment of blindness 
registers. All costs for subsequent maintenance 
of registers in MRA States are borne by the 
States themselves. 

In view of the total goals of the program and 
the time it takes to achieve these goals, such as 
validation, etc., one must weigh the relative 


priorities. While on occasion, validation might 
take precedence over expansion, it cannot be 
seen, at this time, why one precludes the possi- 
bility of the other, particularly since validation, 
to be meaningful, must be a continuing process. 
These two aspects are not in conflict. As a 
matter of fact, the panel indicated in its report, 
that the Biometrics Branch should not be 
involved in actually conducting the complete- 
ness of reporting of validation studies. The 
Branch, however, would have to be involved 
principally in the planning stage of such studies. 
It is highly advantageous to undertake both 
aspects, validation and expansion, concurrently, 
since both largely involve an interplay of time 
and funds. In this regard, it would be well to 
note that the representatives of the National 
Health Survey and of the Census Bureau, with 
whom the Biometrics Branch Chief and 
Assistant Chief met, have expressed agreement 
with this point of view, indicating that, in 
their opinion, both validation and expansion 
could and should, at the present time, go on 
concurrently. The Biometrics Branch strongly 
urged NINDB that it be permitted to pursue 
its plan for further development of the MRA, 
namely, to carry forth concurrently (a) com- 
pleteness of reporting validation studies and 
(b) expansion of MRA to include at least key 
States which are urgently needed for research 
purposes and for reliable national estimates of 
blindness. 


As indicated above, the advisory group to 
the MRA met in January 1966. After the 
presentation of the Biometrics Branch’s pre- 
pared plan to the advisory group, there was 
considerable discussion. It was stressed that 
expansion should be based on some selective 
factors in addition to geographic location. 
Such factors would among other things, relate 
to the prevalence of blinding conditions in 
specific ethnic groups in a State population. A 
State with excellent facilities for conducting 
sample studies should get priority in consider- 
ing where to undertake such studies. It was 
pointed out that, although blindness has a low 
prevalence rate in the population, it is among 
the top three most prevalent crippling diseases 


insofar as limiting the activities of an in-- 


dividual is concerned. There was unanimous 
agreement by the advisory group that expan- 


sion and validation be undertaken concurrently. 
It must be emphasized that the Biometrics 
Branch is of the belief that the review panel has 
conducted an excellent review of the MRA 
program in the short time allotted to the 
panel. There was just one honest difference of 
opinion which has been mentioned. 

The following recommendations of the ad- 
visory group relate to the review panel report 
and to the prepared plan of the Biometrics 
Branch: 


The Model Reporting Area for Blindness Statistics 
Advisory Group has reviewed the recommendations of 
the review panel and the evaluation of these recom- 
mendations by the Biometrics Branch. It is the judg- 
ment of the Model Reporting Area for Blindness Statis- 
tics advisory group that the addition of a number of 
selected States designed to give a broader geographic 
representation would enhance the effectiveness of the 
MRABS reporting system and is an element in better 
validation. It further recommends that concurrently 
systematic efforts be made to develop methods for vali- 
dating existing procedures. Because of the impact 
resulting from the expanded interest of the 89th Congress 
and of State legislative bodies in services to blind and 
other individuals with servere visual limitations, the 
MRABS advisory group recommends that the staff of 
the Biometrics Branch be expanded in order to meet 
these obligations and that funds be made available for 
this purpose. This program expansion is in keeping with 
the congressional intent as expressed by the Senate 
Committee on Appropriations in its Conference Report 
No. 537 attached to HR 7765, the HEW Appropriations 
Act for 1966. 


Copies of the proposed plan of the Biometrics 
Branch, and the recommendation of the ad- 
visory group were sent forward to the NINDB 
administration shortly after the meeting of the 
advisory group. However, in March 1966 the 
Biometrics Branch was notified that in ad- 
herence, as completely as possible, to the 
review panel’s recommendations the MRA 
would not be permitted to expand until the 
validation surveys were completed. In view 
of the fact that negotiations and consultations 
preparatory to setting up a contract with Mary- 
land had been under way for about a year, the 
Branch would be permitted to proceed further 
with that contract. Some of the money 
appropriated by Congress for the MRA would 
be available to finance the conduct of validation 
studies. 

Efforts are under way to set up two studies 
in line with the panel report. It is not expected 
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that contracts for these will be negotiated 
before the beginning of fiscal year 1967. These 
are: (1) a study of the validation of medical and 
other data available on blind persons in the 
records of a number of hospitals, homes for the 
aged, etc., in New York City for comparison 
with the New York State Blindness Register. 
The Ophthalmology Department of Mt. Sinai 
Hospital is assisting the Branch in this study. 
The New York State Commission for the Blind 
has indicated its cooperation; (2) a feasibility 
study prior to a completeness of reporting 
study in Vermont. This is a pilot study to 
determine what the problems are in trying to 
determine completeness of reporting. If the 
pilot study shows such studies to be feasible, a 
larger, statewide survey will be set up to get 
data on cases of blindness seen by all reporting 
sources in Vermont since 1960. This study 
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should furnish the Biometrics Branch some idea 
of the problems in such studies and how to meet 
them in studies set up for other States or 
communities. The Vermont Division for the 
Blind is assisting the Branch in this study. 

It is hoped that the Biometrics Branch will 
be given permission, once these studies have 
been started, to go ahead and assist other 
States requesting assistance to meet MRA 
standards. 

It is expected that in States seeking as- 
sistance, a measure of completeness of reporting 
will be undertaken prior to admission. Also, 
as time and personnel permit, the same will 
be undertaken in States that are now members. 
In all cases the cooperation of the blindness 
registry agencies will be asked. Further, there 
will be no imposition on funds or personnel of 
these agencies in connection with these surveys. 


APPENDIX C 


The Standard Classification of Causes of Severe Vision Impairment and Blindness 
Ralph G. Hurlin, Ph. D.! 


The National Society for the Prevention of 
Blindness (NSPB) classification was adopted 
by the Model Reporting Area for Blindness 
Statistics (MRA) when it initiated this enter- 
prise in which you are engaged, one purpose of 
which, I am sure you all agree, is to produce 
really sound statistics of the causes of blindness. 

There are several things that I would like to 
say about the classification, partly because this 
will be the last year that I serve on the NSPB 
committee, and it may be my last chance to 
call your attention to some points that I think 
greatly need to be emphasized at this stage in 
the development of the MRA. 

What I have to say concerns the use of the 
NSPB classification and its possible misuse. 
By “classification”? we here mean the frame of 
categories in terms of which statistics are 
expressed. There is liability in the use of this 
classification, or any classification that is 
dignified by the adjective ‘‘standard.”’ The use 
of a “‘standard”’ classification does not by itself 
assure that the statistics produced through its 
use will be sound. 

I think it is extremely important that the 
adequacy, and also the comparability, of the 
registers of the MRA member States be compe- 
tently tested, and the inadequate registers 
be brought up to a reasonable standard of 
adequacy, if the very large present expenditure 
of effort and funds for the production of 
statistics of blindness presumed to be compar- 
able is to be continued. But equal emphasis 
should be placed on the need for other tests of 
validity of the data that you are producing. 

As you well know, the NSPB classification is 
a dual classification, one by site and type of 


1 Chairman, Subcommittee on Classification, Committee on Opera- 
tional Research, National Society for the Prevention of Blindness. 


affection, the other by etiology. It is, in fact, 
two classifications of the causes of blindness. 
The principle of twofold classification was first 
applied in the preparation of cause-of-blindness 
statistics by the committee which originally 
devised the NSPB classification. I think we 
can take some satisfaction from the fact that 
it has become widely accepted. The dual ele- 
ments of the classification, as you know, are: 
first, the factor which immediately causes 
blindness, that is, the condition of the visual 
organ which reduces or prevents vision; and, 
second, the factor which started the process 
that resulted in the affection immediately 
causing blindness. Thus, statistics of the 
diseases (abnormal conditions) that are the 
immediate causes of severe vision impairment 
are derived from the site-and-type-of-affection 
part of the classification, statistics of the under- 
lying cause from the etiology part. 


The two parts of the classification are related. 
There isn’t much point, really, in using one 
without the other, or in using them independ- 
ently. The categories that are important are 
those that result from the combination of the 
two parts of the classification. If you wish to 
present data that can be evaluated by the user, 
you need to do what the committee that 
produced the classification earlier recommended, 
that is, cross-classify the data of the two parts. 
It is of interest to note that Dr. MacDonald in 
his compilation of statistics of causes of blind- 
ness in Canada, obtained from the register for 
all of Canada,? of which you all know, has 
presented the full cross-classification of the 
data. The figures in some of the cross-classifi- 
cation categories are small, but they are not 


2 Causes of Blindness in Canada, by A. E. MacDonald, M.D. 
Canadian Medical Association Journal, February 6, 1965. 
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therefore insignificant. The detail of the cross- 
classification provides one means of forming an 
opinion as to whether or not the statistics are 
good. 

I wish to say something about revision of the 
classification. Our committee indeed is sub- 
ject to criticism for its long delay in getting to 
the point of publishing the classification as it is 
now being used. Some changes in the cate- 
gories have been made while it has been in use 
by the Model Reporting Area. Such changes 
are annoying, it is true. Those that have been 
made since adoption of the classification by 
MRA have not been drastic, and have been 
intended to increase the usefulness and com- 
parability of the statistics being produced. 
The classification is now to be put in print. It 
will need revisions in the future, however, and 
should be revised as need for revision is found. 

MRA’s adoption of the classification and 
your use of it have been the means of its very 
important improvement in another respect. 
Before MRA accepted the classification, we 
had the two lists of categories, not very differ- 
ent from the two lists as they now are. They 
were indefinite categories, identified only by 
labels. Those using the classification had to 
make their own decisions to a very great extent, 
as to what should and what should not go 
into the respective categories. Asa result of a 
large amount of work that has been done by the 
committee, jointly with the MRA staff, and 
contributed to very importantly by the careful 
coding that has been done in the States, we 
have produced an extensive index of diag- 
nostic terms that in effect defines the categories 
of the classification. 

With ample reason Mr. McCollam reminded 
us yesterday of the inconvenience resulting 
from the delay in getting the index in something 
like final form. It is now in your hands in 
print, but it is not yet actually published. We 
regret the inconvenience, but believe that the 
time taken for production of the index has been 
well spent. It is fair to explain that the com- 
mittee is voluntary and has worked without 
benefit of grant or appropriation. The work on 
the index has been influenced by the stream of 
problems that the coders have been sending in 
to Mrs. Moorhead, by her very skillful review 
and treatment of those problems, and by the 
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opinions obtained on coding problems from 
Dr. Richard E. Hoover, as ophthalmological 
consultant to the Biometrics Branch. 

The index is, in fact, part of the classification, 
since it defines the categories. We have 
talked of it as a tool to assist in classification, 
and you have testified that its use does greatly 
simplify the process of coding. Its more 
important purpose, however, is to promote 
uniformity in coding, which is essential for the 
production of comparable statistics. 

The NSPB classification has been accepted 
in principle outside the United States. Dr. 
MacDonald has used the 1957 edition in his 
tabulation of cause data reported for the regis- 
ter maintained by the Canadian National 
Institute for the Blind. The principle of the 
classification is incorporated in the plan for 
blindness statistics of the British Ministry of 
Health. The classification was used by Dr. J. 
Schappert-Kimmijser in her recent study of the 
causes of blindness in the Netherlands, and with 
slight modification it was adopted in 1961 by 
the International Society for the Prevention of 
Blindness. There is, obviously, much to be 
gained from the use of essentially comparable 
classification plans, but the fact that needs to 
be recognized is that the adoption of a standard 
classification—that is, a standard list of cate- 
gories in terms of which to express statistics—is 
far from enough to ensure comparability or 
soundness of the statistics obtained. We should 
be concerned not with the use of a standard 
classification only, but with the use of a total 
standard procedure for the production of 
cause-of-blindness and other blindness statistics. 

The Model Reporting Area is in the process of 
instituting a standard procedure for production 
of cause-of-blindness statistics. But, if I can 
be permitted to be critical, I would like to say 
that I think its present procedure needs im- 
provement in several important respects. I 
shall indicate them in enumerating what seem 
to me to be the six essential parts of a good 
standard procedure for the production of 
cause-of-blindness statistics. 

The first essential requirement is that a 
standard definition of the indefinite term 
“‘blindness”’ be used in the collection of diag- 
nostic data. MRA provides a perfectly definite 
definition of the term “blindness,” but I am not 


at all certain, and I am sure you are not at all 
certain, that it is actually being used effectively 
in the collection of the diagnostic data you are 
tabulating. I think that many of the physicians 
who are reporting cause data that you are 
using are, in fact, reporting for a more restricted 
concept of blindness than that specified in the 
MRA definition, and that to that extent your 
statistics are not what they seem to be. 

The second requirement is that diagnostic 
data be accepted for tabulation only from 
physicians who are specialists in ophthal- 
mology. MRA makes this requirement. 

The third condition I propose is that the 
diagnostic data used should be _ collected 
through the means of, and should represent, 
only mature registers of blind persons. By a 
mature register I mean one that represents 
substantially the total blind (as the term is 
defined) population of the area concerned. The 
rates of blindness do not change greatly from 
year to year, so that in a mature register an 
approximate balance is to be expected between 
additions and removals. In each of the MRA 
member States blindness statistics are being 
obtained through the operation of a register of 
blind persons, but as yet no tests have been 
required of the adequacy of the registers, and 
statistics from States whose registers probably 
approach adequacy are being combined for the 
total Model Reporting Area with statistics of 
other States whose registers are shown by 
their statistics of additions and removals to be 
immature. 

The fourth and fifth of my proposed six parts 
of a desirable standard procedure for producing 
blindness statistics need no explanation. The 
fourth is the use of a standard twofold plan of 
classification, or list of categories; and the 
fifth is the use of standard coding procedures. 
MRA makes both these requirements and, by 
means of its effective plan of current quality 
control, assures that they are substantially 
met. 

My sixth proposed requirement is not made 
as yet by MRA. It concerns the collection of 
data from participating physicians. A very 
large amount of time and effort is now spent in 
promoting standardized coding of data which 
are not collected in a standardized manner, and 
much of which is not reported in a way in 


which it should be accepted for scientific use. 
The sixth requirement is that a standard report 
form be used in collecting diagnostic data. It 
is not enough to ask, as some of the report 
forms now in use in MRA member States do, 
only for some entry on the form in answer to the 
question, “‘Diagnosis?”’ The question must be 
asked in sufficient detail to show the physician 
what information concerning his diagnosis is 
needed for the statistical purpose. 


Blindness statistics present a much more 
dificult problem than do death statistics. 
Death is a discrete condition, it occurs and 
doesn’t change. Blindness, on the other hand, 
is a variable condition. For most persons who 
become blind the degree of handicap changes, 
and the affections causing the impairment of 
vision may also change. What is responsible 
for blindness when one becomes blind will not 
necessarily be the most important cause of 
later visual impairment. This means that there 
is a great deal of difference between the prob- 
lems of collecting cause-of-blindness statistics 
and cause-of-death statistics. It also means 
that cause statistics for new cases of blindness 
(incidence) can be expected to be significantly 
different from cause statistics for blind popula- 
tions consisting of both old and new cases, 
unless the diagnostic data are collected in such 
form as to permit production of statistics for 
both old and new cases that pertain to primary 
causes of blindness. 


I believe that MRA should have required the 
use of a standard report form from the outset, 
and hope very much that it will do so for the 
coming year. It is probably not essential that 
the forms used in each State be standardized in 
every particular, but the case seems entirely 
clear that the forms should be standardized 
with respect to the parts that call for diagnostic 
data. 


In conclusion, I would like to return for a 
moment to the registers. MRA has demon- 
strated the need for registers of blind persons 
for statistical purposes. It is of interest that 
other than statistical uses are being found for 
them. Their utility to other agencies can assist 
in their development, but sight should not be 
lost of the facts that the statistical purpose is 
the primary purpose of maintaining the regis- 
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ters, and that inadequate registers cannot yield 
adequate statistics. 


It may be impossible to secure complete 
registration of blind persons, but not impossible 
to bring the registers to the stage of approxi- 
mate balance. Until that stage is reached— 
until a register approaches completeness—it is 
not a satisfactory source for any one of the 
three bodies of statistics the Model Reporting 
Area has undertaken to supply, that is, statis- 
tics of the prevalence, the incidence, and the 
causes of blindness. 


Our present statistics on each of these aspects 
of the problem of blindness are unsatisfactory. 
As yet, we do not have even a firm basis for 
estimating the total number of blind persons 
in the United States. Nor have we yet, except 
possibly for certain of the MRA States whose 
registers are best developed, any statistics that 
are useful for estimating incidence of blindness. 
I have indicated my belief that there is need for 
further standardization in the production of 
cause statistics. But I should not like to end 
these comments without indicating that I be- 
lieve that what already has been accomplished 
through the Model Reporting Area for Blind- 
ness Statistics is of very great value and that it 
can produce the statistics that are needed. 


DISCUSSION 


Miss Cole asked how the terms “primary”’ 
and “secondary to” are defined. Dr. Hurlin 
replied that the term ‘“‘primary”’ is used by the 
medical profession sometimes to mean the 
condition immediately initiating the blindness, 
and sometimes to mean the first condition in a 
series of events leading to blindness. The term 
“secondary to’ was a little more difficult to 
define. A sequela is a condition which follows 
from another. The earlier condition, i.e., the 
primary condition, leads to the sequela. Miss 
Tomasulo raised the question as to whether 
MRA anticipated asking the States to recode 
the complete registers according to the newly 
revised classification now in use, and if so, when. 
Dr. Hurlin indicated that the emphasis should 
be placed not on recoding but on getting goud 
reliable statistics on new cases. In his opinion, 
the time and cost of recoding was not worth- 
while, especially when the data were not in 
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many instances adequate for coding in the first 
place. He would like to urge MRA to put its 
emphasis on first bringing the registers to a 
“mature” condition and then put emphasis on 
good coding of data that are fit to code. 

It was brought out that 10 or 11 of the States 
in MRA and those applying for membership 
are now using NSPB standardized eye report 
forms. The others are not using it or not 
using it as a standard form. Mr. D’Andrea 
wanted to know whether, in Dr. Hurlin’s 
opinion, the information coming from the 
latter States is inadequate so far as the re- - 
porting procedure is concerned. Dr. Hurlin 
indicated that the difficulty with using a form 
which merely asks for “‘diagnosis’’ is that it re- 
quires the physician to guess what you want 
in answer to that question. As a result, some 
physicians, because they think it is adequate or 
because they are in a hurry, put down one 
word. It then becomes necessary for the 
State coder, with the help of the index and the 
staff at Biometrics Branch headquarters, to 
decide what that one word means in terms of 
primary condition and etiology. Thus, such 
meanings, based on one word, must be either 
accepted or else the condition and etiology must 
be coded as “‘not reported.” There is usually a 
great hesitancy to code “‘not reported.” This 
results in forcing data into specific categories, 
and data that are forced, even by good coding, 
result in guesswork. 

Mr. Goldberg stated that in many States 
there are other agencies, in addition to the 
register agencies, that distribute eye report 
forms. An attempt had been made several 
years ago at the national level to get agreement 
as to terminology on the eye-report forms that 
were being proposed to the States for adoption 
through their various Federal blindness pro- 
grams. Such agreement was obtained on 
terminology at the time. The Federal agencies 
have agreed in principle with the philosophy of 
the cause-of-blindness form proposed by the 
National Society for the Prevention of Blind- 
ness. However, the Federal agencies cannot 
tell the States what to do. Therefore, it is 
important for the State agencies to take the 
next step locally to persuade other agencies to 
adopt the forms they would like to see in use. 
A great deal can and must be done at the local 


level, as well as the national level, to bring 
about the desired effects. Mr. Goldberg urged 
the State register agencies to look into the forms 
produced by their agencies, and then to look 
into the forms received by their agencies that 
are produced by other agencies in their States. 
He pointed out that a number of States 
periodically have to reprint their form because 
of shortages of supply or for other reasons. It 
would be wise to revise their form at the next 
such opportunity and come out with a form 
more in keeping with that proposed by the 
NSPB. In this way the form would provide a 
maximum of information in key areas relating 
to causes of blindness. Miss Anderson con- 
firmed the need for more effort in this direction 
at the State level. 

Mrs. Lawlor indicated that the matter of a 
standard report form is of real concern to 
physicians and is one of the reasons they resist 
completing forms. She stated that the NSPB 
standard eye report form has many reasons for 
its use. The various Federal and State agencies 
asking for information regarding blindness do 
not always have the same reason for asking 
that this form be used. There must be more 
agreement, at least among the MRA States, 
as to what information is wanted. She pointed 
out that ‘‘near vision” is requested on the 
NSPB form. The New York State experience 
has been such as to indicate that this item has 
little influence on the classification of causes of 
blindness. Asa result it was removed from the 
State eye report form. Although educators 
want information on “near vision,” that is not 
the reason that New York State uses the eye 
report form it does. In her opinion it would be 
impossible, because of the diversity of interests 
of those interested in blindness reporting, to get 
a real standard report form. She was of the 
belief that the most one could hope for was a 
form that could be developed by the Federal 
and State agencies working together to include 
items pertaining to their respective needs. 
However, such a form should not necessarily 
require the physician to fill in each of the 
different sections. 

Mr. Gambaro commented that most of the 
agencies designed forms to serve the agencies’ 
special needs. In his view, there should be 
room on a standard form so that the agency’s 


peculiar or particular needs also can be served. 
As an example, he stated that the District of 
Columbia Department of Public Welfare will 
not accept a form that does not have incorpo- 
rated a certification of blindness statement that 
the ophthalmologist must sign. He further 
stated that since all eye report forms come 
within the purview of the ophthalmologist, it 
may be necessary, before any changes are made 
in the eye report form, to get approval from 
the various ophthalmological groups. Perhaps 
after the ophthalmologists have endorsed a 
new form, it would be easier to persuade the 
various national and State agencies to accept 
it. 

Dr. Goldstein urged the State representatives 
to solicit the endorsement of MRA and its 
objectives from State societies of ophthal- 
mologists and optometrists in line with endorse- 
ments already secured from all the national 
medical, ophthalmological, and optometric 
groups. This would make it easier to get 
endorsement of a standard eye report form by 
the various agencies. 

Miss Cole suggested that it might help if 
copies of the desired standard form were 
offered free to other agencies for their use. 
Agencies would be more apt to use the form 
under such circumstances. 

Dr. Hurlin stated that the prestige of MRA 
was now great enough so that it could be used 
as a lever in getting some cooperation in this 
direction from other agencies. He though that 
MRA should indicate that it would not accept 
figures from any register where the agency is not 
using a standard eye report form. In his 
opinion, this would get agencies to agree 
to use of a standard form rather quickly. 
He was of the belief that specific informa- 
tion not in the standard form that is needed 
by the particular agency could be supplied 
by a supplementary form. However, it 
should be recognized that the data needed 
for the MRA register is the primary purpose 
of the standard form. The supplementary 
form could differ for different agencies. Both 
Miss Cole and Miss Anderson indicated that 
this now is being done in their States. 

Mr. Friedensohn stated that the NSPB form 
has not yet been able to secure the approval of 
his advisory committee composed of 15 
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ophthalmologists in the State. Since these 
physicians interpret for the rest of the pro- 
fession, it is doubtful whether it will be adopted 
by other ophthalmologists in New York State. 
It would appear to be a matter of need for more 
time and more education. Mr. Perry indicated 
that at a meeting of ophthalmologists in Utah 
several weeks ago, the form was discussed but 
it did not receive approval because it was 
thought to be too complicated and misleading. 
There was difficulty in understanding parts of 
it. 

Mr. Stocker said that in Oregon the ophthal- 
mologists say it is a statistical report form and 
not a medical one. In reply, Dr. Hurlin stated 
it is a report for getting better statistics on 
causes of blindness. If the physician is inter- 
ested in the cause of better statistics, he has to 
file a statistical report. Invalid or spurious 
data cannot be accepted. It is not only 
important to find out what the present con- 
dition is but, more important, to determine 
what preceded the present condition if valid 
statistics on causation are to emerge. Mr. 
Goldberg mentioned that the death certificate 
is, in essence, also a statistical report that tries 
to get at the underlying cause of death. 

Mrs. Hatfield made two comments: (1) A 
death certificate is a required form. It is used 
for statistical purposes and was developed with 
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the help of physicians but not solely by 
physicians just as the NSPB form was 
developed for statistical purposes with the 
help of ophthalmologists. It is inconceivable 
that ophthalmologists alone should make the 
final decision as to what to include on the form. 
It is obvious that they would make the form as 
simple as possible and would include just what 
they want rather than what is needed; (2) The 
NSPB school eye report form which is a modi- 
fication of the NSPB form under discussion has 
been widely accepted throughout the country 
in schools for the blind and in public schools. 
A study will be undertaken in the near future 
to determine how well the diagnostic section is 
being used. When the form was introduced 
there were mixed reactions. Some ophthal- 
mologists accepted it and said it was a good 
form; others did not. There will be mixed 
reactions no matter what form is used. 

Miss Ford stated that in view of the remarks 
made about the variety of eye reports that the 
MRA States are confronted with, she was in- 
troducing at this time a resolution for considera- 
tion by the Conference to the effect that the 
Federal agencies be requested to adopt one 
approved eye report form to be used throughout 
the United States by all agencies with blindness 
programs. This resolution was seconded and 
unanimously passed. 


APPENDIX D 


Proposal for a Continuing Analysis of Model Reporting Areas Experience 
Irving D. Goldberg ! 


A study on the survivorship and causes of 
death among the blind, based on the Massa- 
chusetts register, was conducted by the Bio- 
metrics Branch, NINDB, with the cooperation 
of the Massachusetts Division of the Blind and 
embraced a 20-year followup period. Three 
papers have been published on the basis of that 
study. !23 

The success of that study led the Biometrics 
Branch to a consideration of the value of a 
longitudinal study into the subsequent status 
and survivorship patterns of persons registered 
as blind with the Model Reporting Area 
(MRA). (By longitudinal study I mean the 
followup of the same persons over a period of 
years.) The manner in which the registers are 
being maintained in the MRA States makes it 
feasible to conduct such a study on a continuing 
basis in a prospective manner without any 
material burden to the States themselves. 

The term ‘“‘prospective’? would imply the 
followup of persons from the time they are 
reported until they die or are otherwise removed 
from the register or until a fixed number of 
years have passed. This procedure would be in 
contrast to the retrospective approach taken 
in the Massachusetts study where we attempted 
to determine what happened to persons re- 
ported as much as 20 years ago. 


Objectives of the Study 


The objectives of the proposed study are 

severalfold, as follows: 

(1) To determine on a continuing basis the 
survivorship rates of severely visually 
handicapped persons in the Model 
Reporting Area States by such factors 
as age, sex, race, and cause of blindness; 
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and to compare these findings with 
corresponding rates observed in the 
general population. 

(2) To examine the records for causes of 
death by age, sex, race, and causes of 
blindness of those persons removed 
from the register because of death; and 
to compare these findings with cor- 
responding distributions observed in the 
general population. 

(8) To compare the survivorship patterns of 
the registered blind in each of the Model 
Reporting Area States with one another. 

(4) To determine sight recovery rates. 

(5) To determine patterns of readmission to 
the register by reason of prior removal. 

(6) If possible, to determine the migration 
patterns of blind persons through follow- 
up of removals from the register. This 
objective may have to be considered 
carefully since it is possible that the 
study of migration may be faced with 
certain difficulties in the tracking down 
of migrants. 

(7) If possible, to determine the effects on 
the survivorship pattern of various 
services rendered by blindness agencies. 
This objective will also have to be 
considered carefully in view of the fact 
that problems may arise in interpreting 
effects because of multiplicity or inter- 
mittent nature of services received by a 
person from time to time. 


Sources of Information 

Information for this study would be collected 
from a variety of sources, as follows: records of 
the blindness agencies in the Model. Reporting 
Area States; death certificates from the vital 
statistics offices of the Model Reporting Area 


AT 


States; and published data from the National 
Vital Statistics Division. 


Study Plan 


It may be desirable to initiate this proposal 
on a pilot basis by confining the activity in one 
State for perhaps 1 year, so as to determine 
what some of the problems might be and to 
provide a means for streamlining the method- 
ology for application to the other MRA States. 
However, the basic study plan would be as 
follows: 

Clearance must first be obtained from the 
vital statistics divisions in the various MRA 
States so that positive determination of the 
fact of death may be obtained and so that 
causes of death may be ascertained for such 
removals from the register. 

In order to reduce to a minimum the number 
of blind persons lost to followup, each MRA 
State, with aid from the Biometrics Branch, 
would conduct a thorough search to locate 
those registrants who are removed from the 
register for reason of “‘unable to locate.’”’ The 
listings of the deaths maintained by the various 
State vital statistics divisions should be 
obtained and perused as part of this endeavor. 
Also, if possible, the records of neighboring 
MRA States would be examined to determine 
if registrants who could not be located have 
actually moved to another MRA State. (It 
would be hoped that eventually all of the States 
which have records on blind persons could be 
used for this purpose.) Details would have to 
be worked out with each State individually 
regarding the confidentiality aspect. 

With regard to removals from the register for 
reason, ‘““moved out of State,’’ efforts should be 
made at the time of removal or as soon there- 
after as possible to determine to which State 
such registrants have moved. 

Since the registers of all but one of the MRA 
States are on punchcard systems, summary 
puncheards could be prepared from existing 
punchcards to include codes for cause of death, 
State to which moved, ete. This special deck 
of cards would then provide some of the basic 
information for this project without interfering 
with the regular register punchcards. 

It may be desirable to use as a starting point 
for this study, all additions to the register 
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beginning with the year the study is initiated, 
ignoring prior registrants for purposes of the 
study. An alternative approach might be to 
start the study with additions to a State’s 
register since that State became a member of 
the MRA. Other starting points may be used. 
However, it should be noted that in some 
States it may not be simple to determine the 
actual date of addition to the register prior to 
MRA membership because of the way in which 
such information was kept in previous years. 
(Thus, ‘‘date of addition” prior to the MRA 
date might be fallacious or difficult to deter- 
mine.) In any event, it is clear that the 
starting point might have to be considered 
very carefully since, among other reasons, it 
would be desirable to use a similar starting 
point for all States. I imagine that we would 
use the first alternative, that is, to start with 
the current additions to the register in the year 
in which the study is initiated, and also to 
include for followup all subsequent additions 
through the duration of the study. 


Care must be taken to insure that, for each 
State and for each year, the register totals in a 
given State are accurate. Thus, the total 
number of persons on the register at the end of 
a given year plus the additions during the 
succeeding year, less the removals in that suc- 
ceeding year, add up exactly to the latter year’s 
end-of-year total on the register. 


In general, the data which would be used in 
the study are already being collected and re- 
corded on puncheards by the MRA States. 
The only limitations at the moment are (1) the 
fact that one MRA State does not yet have a 
mechanical punchcard system, and (2) that 
another State does not collect data on race 
(State law). 


Analysis of Data 


A life-table type of analysis by sex, race, and 
cause of blindness, similar to that used in the 
Massachusetts survivorship study, would be 
employed. Analysis can be conducted both on 
an individual State basis and for the MRA asa 
whole. Certain analyses might be started 
earlier for the total MRA than for individual 
States due to the fact that analyses for the 
total MRA would be based on larger numbers 


representing the cumulative totals of blind 
persons from the various States combined. 

I do not want to take the time now to go into 
a variety of detailed considerations which 
would have to be given to this proposal, with 
respect to specific types of analyses or specific 
procedures. These would be worked out at a 
later date. 
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APPENDIX E 


The Blindness Register Survey in Egypt ' 


Mohyi-Eldin Said, F.R.C.S. Ed.? 
Ahmad Korra, M. Ch. 
Khalil El-Kashlan, Dr. P.H. 


It is a pleasure, an honor, and a privilege to 
express our thanks, as investigators of this 
pilot project which is the first of its kind in the 
world, to the National Institute of Neurological 
Diseases and Blindness. 

We wish also to extend our gratitude to 
Dr. Hyman Goldstein, Chief, Biometrics 
Branch, National Institute of Neurological 
Diseases and Blindness, U.S. Public Health 
Service, for all that he did in helping us put into 
practice the project agreement through his 
mature and long experience in research work. 
Indeed, we owe much to his guidance and 
counseling which are unforgettable. 

The University of Alexandria, in turn, as the 
second party to this agreement, takes pride in 
carrying out this project of which the main 
concern is a survey of the population repre- 
sented, in an urban sector (Alexandria), by 
approximately 125,000 persons, and in a nearby 
rural sector (23 villages in Beheira Govern- 
orate), by a similar number of persons. 

As to planning, execution, evaluation, per- 
sonnel, equipments, and problems encountered, 
these details will be presented at this time for 
possible adaptation by other countries at a 
later date. ie . 

The objectives of the project are: 

(1) To determine what, if any, modifica- 

tions may be made in Model Reporting 
Area procedures to get comparable 
statistics in a less developed country. 
WCThis project is supported by agreement No. 522510 under the 
National Institutes of Health special foreign currency program. 
2Dr. Said is Professor of Ophthalmology, Faculty of Medicine, 
University of Alexandria, Egypt, and principal investigator of the 
Blindness Register Survey. Dr. Korra is project control officer and 
Dr. El-Kashlan is chief statistician of the project. Both are on the 


Faculty of Medicine, University of Alexandria. The paper was 
presented by Dr. Said. 


(2) To determine the prevalence and causes 
of blindness in Egypt where the rate of 
blindness as determined by census is one 
of the highest in the world (0.85 percent 
or 855 persons per 100,000 population 
in the 1960 Egyptian census). This is 
about 1.7 times that estimated in the 
United States. 

In the Egyptian census, blindness was 
recorded only if the respondent said he was 
blind. In the clinics the criterion for blindness 
is a visual acuity in the better eye of 1/60 or 
less, that is, if the person was only able to 
count fingers at a distance of 1 meter. In our 
project we are using the definition of blindness 
employed by the Model Reporting Area in the 
United States, namely “Visual acuity of 20/200 
(6/60) or less in the better eye, with best 
correction, or visual acuity of more than 20/200 
(6/60) if the widest diameter of the field of 
vision subtends an angle no greater than 20 
degrees.’”’ From preliminary results, presented 
below, it has been determined that the 
prevalence rate of blindness with this defi- 
nition is, in the urban areas, about 7 times that 
estimated for the United States, and, in the 
rural areas, about 23 times. Some idea of the 
magnitude of the problem in Egypt may be 
gained from such comparisons. Data are © 
also available with respect to prevalence rates 
obtained by defining blindness as a visual acuity 
of 1/60 or less in the better eye with best 
correction. However, such data will be pre- 
sented in a later paper. 

It should be noted that there are three 
phases to this study: 

Phase I entails examination of an approxi- 

mately 4-percent random sample of house- 
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holds in the urban and rural areas in the 
study with approximately half in the urban 
and half in the rural areas. This resulted 
in examination of about 11,000 persons. 
This sample is subjected to a survey of the 
central visual acuity (and peripheral field 
where the visual acuity is better than 
6/60 (equivalent to 20/200) in the better 
eye with best correction) to screen out 
those meeting the definition of blindness 
used by the Model Reporting Area. The 
purpose of this phase is to yield baseline 
prevalence rates of blindness by age, sex, 
urban and rural populations, and other 
variables. 


Phase II entails examination of the whole 
population of the urban and rural areas 
selected for the study (approximately 
250,000 people). The purpose of this 
phase is to build up the blindness register. 


Phase III isa repeat of Phase I by reexamin- 
ing those still alive and residing in the 
study areas of the sample of approxi- 
mately 10,000 persons examined in Phase 
I. Comparison of the results of Phases I 
and III enables the calculation of incidence 
rates by age, sex, urban and rural areas, 
as well as other variables. 


The site selected for the study is in the 
Governorates of Alexandria and Beheira. In 
the city of Alexandria two administrative 
districts were chosen (Attarine and Manshia) 
with an estimated population of about 127,810 
at the beginning of the study in April 1965. 
In the rural area 23 villages were chosen with 
a population estimated at about 126,940. Very 
few individuals less than 5 years of age were 
examined. Examination of children at such an 
early age with the equipment used proved 
impractical and very time-consuming in the 
field. Of the 874 children under 5 years of age 
falling into the urban sample, it was possible to 
examine only 10 of them. Similarly, of the 441 
children under 5 years of age in the rural 
sample, only 6 were examined for the reasons 
given above. It is planned to make a special 
study of this age group in Phase II by noting 
their appearance, behavior, and medical his- 
tory. Those suspected of having poor vision 
will be subjected to more thorough examination. 
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Personnel of the project comprises the prin- 
cipal investigator, a project control officer, a 
statistician and his staff of 7 persons, 6 sight- 
screeners, 5 ophthalmologists, 18 social workers, 
nurses, clerks, and attendants, and adminis- 
trative assistant, and 4 secretaries. This comes 
to a total of 44 personnel on the project. 

As we do not have in Egypt a system of 
district nurses, we had to resort to junior 
physicians and assistant ophthalmologists for 
sight-screening. From the psychological view- 
point this encouraged the public to approve 
being examined. Physicians were trained how 
to handle the apparatus for a period of 2 weeks. 
Monthly reliability tests revealed compara- 
bility of their results. It should be noted that 
no false negatives were found during the 10- 
percent checkup carried out regularly by 
ophthalmologists in Phase I. 

In Phase I the number required for examina- 
tion was proportionately small, approximately 
10,000 persons in 5 months’time. We provided 
six sight-screeners who could work one shift (8 
hours per day for 6 days a week). This was 
determined by the number of sets of apparatus 
available. They were occupied in their regular 
jobs in the morning which limited their par- 
ticipation to one shift only. These six sight- 
screeners have examined the inhabitants of 
both the urban and rural sectors. In our view 
it was preferable that, since they had examined: 
the urban population of the sample, they should 
also examine the rural population to insure 
uniformity of the data, rather than permitting 
the physicians in charge of the rural medical 
units to do so. In addition, it was not worth- 
while from the practical viewpoint to train the 
doctors of the medical units for the examination 
of only 4 percent of their village population. 
Again, some of the villages screened have not 
yet been equipped with such medical units. 

Nevertheless, in Phase II, the rural medical 
unit physicians were employed to screen the 
whole population of the rural sector, which 
amounted to approximately 125,000 persons, 
on the grounds that: 

(1) The medical unit doctor has a certain 
prestige besides his own influence among 
the village population (asis the case with 
the family doctor in the United States). 
The people confide in him as he is always 


among them; so that it is quite easy for 
him to convince them to come for sight- 
screening. 

(2) Lack of harmony and cooperation might 
be the outcome in case sight-screening 
was carried out by a physician who was 
alien to the village. 

(8) We had to save ourselves the trouble in 
transporting the sight-screener, his ap- 
paratus, and assistants, and to save as 
well the transport expenses and fares. 
Meanwhile, time that might be wasted 
in transportation might be more fully 
invested this way. 

The sight-screener could examine about 30 to 
40 cases in 8 hours’ time (according to the 
experiments carried out during the inservice 
training). A case would take from 4 to 6 
minutes, on the average, to be sight-screened 
(visual acuity in each eye separately in addition 
to perimetric examination) depending on the 
patient’s intelligence and education. Refrac- 
tion and visual acuity with glasses were tested, 
if the case necessitated. No cycloplegics or 
mydriatics were used prior to determination of 
best correction. However, a preliminary test 
in 10 individuals (20 eyes) as to the effect of 
using homatropine, as compared to not using 
any drugs, with the individual serving as his 
own control, showed that the average difference 
in acuity of vision after correction between use 
and nonuse of the drug was zero. In other 
words, there was no statistically significant 
difference observed. Most of the patients 
essentially in the rural area are not educated; 
most of them are illiterate, and sometimes it is 
quite a job to try to explain the tumbling E 
test and the apparatus, how to have his 
eyesight measured, and the necessity for obtain- 
ing the demographic and other data needed for 
the form. The form was completed by the 
social worker or the clerk and it took about 2 
minutes. This process saved much of the 
screener’s time. 

Most of the sight-screeners employed are 
graduates of the Faculty of Medicine, Uni- 
versity of Alexandria, and so did their best to 
make a success of the project. 

Ophthalmologists were first selected from 
among the staff of the Ophthalmic Department, 
Faculty of Medicine. Although they were all 


highly qualified and all fellows of the Royal 
College of Surgeons and/or have the M. Ch. 
degree, the very first month of the study re- 
vealed that most of them did not have sufficient 
time to allot satisfactorily for investigation. 
Hence, we resorted for help to ophthalmologists 
who are not members of the staff and who could 
spare adequate time to work on the project 
and travel daily to centers of sight-screening at 
distant villages in order to supervise the sight- 
screeners’ work, to examine the referred cases 
and to look for false negatives by rechecking 
10 percent of the non-blind cases. Moreover 
blindness cases that were referred were to be 
comprehensively investigated and forms filled 
out on them. Periodic reliability tests of the 
ophthalmologists’ diagnoses were made by 
independent examination of the same blind 
patients. 


As for the social workers in Phase I we 
employed women graduates of the High 
Institute of Social Work (where the standard is 
equivalent to that of university graduates). 
It was the woman social worker’s duty to enter 
the homes, introduce the purposes and goals of 
the project, and conduct interviews. Tete-a- 
tete conversations are most effective for this 
purpose. Moreover, according to our oriental 
traditions, male strangers not accompanied by 
women are not admitted into homes. Each 
team was composed of a sight-screener, a woman 
social worker, and an attendant to carry the 
apparatus. The social worker’s contacts pre- 
ceded the sight-screening. It took place either 
on the day before the sight-screening or in the 
morning of the same day. Screenings were in 
the afternoon from 4:00 to 7:00. 


In Phase II in the rural sector we made use 
of the clerical staff of the medical units to per- 
form the duties of the social workers as they 
knew the inhabitants and lived among them. 
The social worker’s or the clerk’s task was to 
fill in the social and personal data at the top 
of the forms in order to save the ophthalmolo- 
gist’s and the screener’s time. As the forms 
were at first in English, it was easy for the social 
worker who knew enough English to fill them 
out. But since the clerks were not fluent in the 
use of English, we had to translate the required 
data to be completed by the clerk from English 


3) 


into Arabic to make it easy for them to fill out 
the forms precisely. 

The procedures in Phase I were as follows: 
(A) The urban sector— 
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(1) 


(2) 


(3) 


(5) 


(6) 


(7) 


(8) 


A complete listing of addresses and 
families living in the two urban districts 
was obtained and a random sample of 
families was drawn by the statistical 
section. 

Families were distributed among the 
screening teams by the project control 
officer. 

In the morning, the social worker, 
assigned to each team, visited the 
families that would be examined in the 
afternoon, with a view to giving them 
an idea about the goals of the project 
and how much it would benefit them, as 
well as the society in which they lived. 
In the afternoon from 4:00 to 7:00 each 
of the screening teams went to the 
designated houses to perform the exami- 
nation and to transfer cases screened 
out as blind to ophthalmologists for 
confirmation and for possible deter- 
mination of the causes. 

An ophthalmologist was responsible for 
each team or sometimes two teams. 
Cases of blindness were transferred to 
his clinic (as this was the situation at the 
beginning of the program), or to the 
university hospital outpatient clinic 
(as proved more expedient as a result 
of later experience). The ophthal- 
mologist was also responsible for check- 
ing 10 percent of the cases screened as 
non-blind. This was done in the after- 
noon, twice a week. 

On the next morning each team was to 
send a report of what has been accom- 
plished, coupled with the screening 
forms, to the project control officer to 
check the progress of the work. 

The ophthalmologist, having reexam- 
ined those screened out as blind, had to 
send the forms, coupled with a daily 
report, to the project control officer who 
would check the data therein to make 
sure all the items were completed. 
Blindness forms were given to the 
principal investigator for rechecking. 


(9) 


(10) 


(11) 


(12) 


After the inhabitants of each subdistrict 
had been screened, then forms were sent 
to the statistical section. 

In the statistical section the names and 
addresses of individuals screened were 
recorded for future reference in Phase 
III. Also the data in the field survey 
sheets were coded, punched, and verified. 
Once the statistics section was through 
with these processes, the forms were 
returned to the project control office 
where they were filed. 

Meetings twice weekly were held among 
principal investigator, project control 
officer, and chief statistician to discuss 
the difficulties and progress of the work. 
Whenever it was needed, regularly and 
every 2 weeks, conferences with the 
whole staff were held. 


(B) In the rural sector the procedures were 
as in the urban sector, except for the following 
modifications: 


(1) 


(2) 


To insure the cooperation of the popu- 
lation and the success of the study, 
contact was made with the mayor and 
other village officials. 

Sight-screening was mostly held in the 
health units in the villages. When these 
were not available, mosques, schools, 
or other convenient places were used. 
Examination in some of the distant 
villages was carried out even under a 
tree or in the open air. An ophthalmolo- 
gist was always present with the teams 
in the field to examine the blind and to 
make the 10-percent checkup on the 
same day since it might be difficult to 
bring them back for reexamination at a 
later date. 


The publicity for the project was carried out 
through personal contact with village authori- 
ties such as chairmen of village boards, mayors, 
and chiefs of villages. In addition other means 
of publicity such as newspapers and periodicals 
in Arabic and foreign languages, radio, tele- 
vision, and posters played an effective part in 


promoting the idea of the project. 


The six sets of apparatus with which we 
were equipped limited the number of sight- 
screeners to six, with a set of apparatus for each 


team. 


The set included a Titmus optical 


vision tester, a Schweigger hand perimeter, and 
equipment for refraction, retinoscopy, and 
lenses for correction. We could not manage to 
get screeners to work in the morning, so that the 
apparatus might be made use of in two shifts, 
in lieu of one afternoon shift. The reason why 
ocular physicians could not help us much in 
this connection was because they were occupied 
in their regular jobs until 2:00 p.m. Many 
medical projects in Egypt have been absorbing 
the efforts of physicians. As regards the 
apparatus and the difficulties with the ap- 
paratus, there were only six, as I said. Had we 
been equipped with 12, double the number, we 
would have employed 12 sight-screeners in the 
afternoon to examine greater numbers of per- 
sons and thus save time. Some difficulties 
were met with while handling the vision 
testing equipment; as follows: 

(1) Optical vision testers: Inside the optical 
vision testers a Tumbling “E”’ slide is 
used. We are not well acquainted with 
the letter ‘““E”’ in Egypt as we are with 
the Landholdt rings type charts which 
are commonly used. This undoubtedly 
led to spending a much longer time in 
testing depending on the patients’ in- 
telligence and education. To save time 
one of the assistants had to explain to 
people in groups the concept of the 
letter ‘‘E’’ before they were tested. 
Consequently, it is suggested that, in 
case this kind of project is carried out in 
other countries, the type of slide com- 
monly used in the country in question be 
given priority consideration although it 
is understood that the need for securing 
comparable data from country to coun- 
try may be paramount. It should be 
mentioned, however, that a correlation 
of 0.97 with 95-percent confidence limits 
of 0.99 and 0.95 was secured in a study of 
results secured by use of the Tumbling 
“H”’ slides and the Snellen Tumbling 
“E”’ chart on each eye in 15 individuals. 

(2) Batteries: The sets were run either by 
the main electric current or by dry, 
light, and portable batteries. No prob- 
lems were met in carrying out the project 
in the city as municipal electric current 
could be used. However, in most of the 


villages there was no electric supply. 
Therefore, we had to use dry batteries. 
These dry batteries were sent to us from 
the United States and, of course, they 
would get weaker in time. When these 
dry batteries expired we could not find 
substitutes on the local market. The 
project control officer resorted to the 
use of the ordinary car battery (accumu- 
lator 12 volts) as a quick solution to the 
problem. This idea, which is still in the 
process of development and improve- 
ment, proved successful. These car 
batteries are very inexpensive to main- 
tain and are available in any country. 

(3) Perimeters: We had perimeters with 

mirrors in the middle that misled people 
of very limited intelligence. They 
expected to see the moving target and 
the image of their eyes appear in the 
mirror. We had to change this mirror 
and replace it with a stationary, small 
white target upon which to fix the eye. 
In this way the time required for 
perimetry was shortened to about 1 to 
11% minutes for each eye. 

Now, for some comments regarding the 
cooperation of the population as a whole in the 
city. Some well-to-do families refused to admit 
the screening teams into their homes on the 
pretext that they were looked after by their own 
family doctors. But for the tact of the social 
worker in convincing many of them, the number 
of uncooperative families would have risen to a 
higher number. We had only 19 families out of 
about 1,000 families who refused to be examined. 

Those cases screened out as blind were early 
in the project referred to ophthalmologists’ 
private clinics for reexamination. It was 
believed that this would save the time of the 
ophthalmologists who would not have to go to 
the various homes to examine patients. This 
did not turn out to be very feasible because 
many of the referrals were hesitant to go to 
these ophthalmologists for fear they would 
have to pay consultation fees. As a result it 
was necessary to have the patients come to the 
university hospital outpatient clinic in the 
afternoons. When they were reluctant to come, 
or ill health or old age was a factor, we sent a 
social worker to bring them in a car and then 
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take them back home. Where the patients were 
invalids, the ophthalmologists went to their 
homes to have them examined. 

In order to persuade people in the rural 
sector to come in for sight-sereening, we 
decided to add treatment to the services ren- 
dered. In a country like ours, the general 
awareness of the value of projects such as this 
is at a rather low level. Eyedrops and oint- 
ments were given out free of charge. Those 
who were in need of long-term treatment or 
surgery were transferred to the university 
hospital. We stressed this point in particular 
in publicizing the project. Families who lived 
near the screening centers usually came to- 
gether for examination. However, where 
families lived at great distances from the 
screening centers, the vision-testing teams 
were obliged to meet them where they lived. 
Thus, all the families in the rural sector were 
sight-screened. Not a single family refused to 
cooperate. In view of the fact that the ophthal- 
mologists accompanied the screening teams 
and reexamined the referred cases on the spot, 
there was no problem of the referred cases not 
presenting themselves for reexamination. 

There was no difficulty whatsoever in the 
urban areas in transporting the apparatus and 
the teams. They used taxicabs which are 
quite inexpensive. In the rural sector, how- 
ever, transportation cropped up as a problem 
since some of the taxicab drivers, on learning 
the destinations, occasionally refused to head 
for the farms for fear of the rugged roads. In 
the rainy season, reaching some of the villages 
was impossible. Transportation to and from 
the rural sector was the major problem met 
with in the project so far. If we had been pro- 
vided with a small bus, matters would have 
been much easier, and some expenses would 
have been saved. This concludes the review 
of the major difficulties of Phase I. 

We are now in the middle of Phase II and 
have almost finished the rural part of that 
phase. We have examined about 55,000 people 
in the rural sector and have about 2 or 3 
months’ work of examinations ahead to finish 
the rural sector. 

In the urban sector of Phase II we expect to 
find more difficulties. Despite the publicity 
campaign we intend to put into action, we do 
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not expect the city people to flock to our 
screening centers in large numbers. This is 
due to the fact that the citizens of the urban 
areas have, in general, a poor awareness of the 
value of such projects as well as the fact that 
they are fully occupied in the various profes- 
sions and trades. The examination centers 
will go into every street. We had originally 
thought of having the examination centers in 
certain places, such as, schools, social union 
centers, and clubs. However, we now believe 
this will not be feasible. Therefore, we are 
prepared for teams to go with the sets of ap- 
paratus from street to street, from apartment 
to apartment, just as in Phase I. Of course, 
in Phase II this would be quite a problem 
because of the large number of people expected. 
As to Phase III, the major problem expected 
will be to locate the same individuals who were 
previously sight-screened in the random sam- 
pling in Phase I; attempts will be made to 
locate for. reexamination those who migrated 
or changed their residence. In the rural 
section many problems are expected as new 
plans are being made for the remodeling of the 
countryside, particularly in redistributing popu- 
lations in overcrowded villages among newly 
built ones. 
The preliminary findings of Phase I follow: 
(1) A 4-percent random sample of house- 
holds (5,150 persons) of two urban 
districts was visually screened in Alex- 
andria, Egypt. Similarly screened was 
a 4.0-percent sample of households 
(5,856 persons) of 23 villages in a 
neighboring governorate. The disparity 
in number between the 5,856 persons 
examined in the rural areas and the 
5,150 in the urban areas resulted mainly 
from the fact that in the rural areas there 
are usually found large ‘“extended’’ 
families where several generations live 
together in one hut. This is much less 
prevalent in the urban areas. Since the 
sample was by households it was in- 
evitable that quite a few such “ex- 
tended”’ families would fall into the 
sample in the rural areas. (Table 1.) 
(2) Approximately 40 percent of those 
examined in urban areas were males and 
about 60 percent females. The reason 


TABLE 1.—Areas sampled and sample size 


Urban (in Alexandria) 


Rural (villages outside of Alexandria) 


. Sample examined 


er Me Estimated Estimated Sample examined 
District Subdistrict | population Size of Number of | population 
April villages villages April 
1965 Number Percent 1965 Number Percent 
Attarine_______ 71 80,020] 3,230 4.0 | Under 5,000-_- 14| 47,850 | 2,237 4.7 
Manshia--___-__-_ 4 47 ,790 1,920 4.0 | 5,000 to 9,999__ 6 37,890 1,719 4.5 
10,000 to 14,999_ 2 25,240 1,126 4.5 
15,000 or over__ 1 15,960 774 4.8 
Motale.s_ 11 | 127,810 5,150 AD (he ye 23 | 126,940 5, 856 4.6 
TABLE 2.—Individuals examined in Phase I in urban areas 
Attarine Manshia Total 

Age in years ae = OOESE: as. 

M F ae M F Ab M F ab 
VOUS Cy al yl el og 2 5 7 3 0 3 5 5 10 
a eee ee ee Ne 208 199 407 135 etirts ol2 343 376 719 
TQS eh Sa ee 276 287 563 146 228 374 422 tlre 937 
l= Oa se SE OE ee 171 281 452 105 198 303 276 479 Coo 
PAY Fa eS een eee ee 93 174 267 54 94 148 147 268 415 
Pa IAE) sa ss SO ee a 78 200 278 34 71 105 112 271 383 
SU H64is 2 Se 102 145 247 30 107 137 132 ZOOL 384 
SO me aee ese ep 2h) ot 96 144 240 Sy 95 Nove 128 239 367 
(Ameer Ors SE el 82 96 178 34 71 105 116 167 283 
ERO) SS SOS eee ae ae 76 87 163 48 46 94 124 133 Zou 
SOSGML. 5 Do Se eee lee oe 63 83° 146 24 44 68 87 127 214 
SOsbO.. 5 ee er oe 60 40 100 20 36 56 80 76 156 
OS. ols ae aa Be eal eet 3 49 86 19 20 39 56 69 125 
SEO). Co Eee ee 14 22 36 a 17 28 DNS 39 64 
O72 Sa EES See 2 Ae 14 23 37 6 8 14 20 od sil 
TOS GNAKG Oy ea a 8 15 23 6 1 ff 14 16 30 
“Nevin ey a a ee ees 1,380 1,850 3,230 707 1,218 1,920 2,087 3,063 Dela’ 
Rercentweee se fe ee et 42.7 Ot ad 100.0 36.8 6322 100.0 40.5 59.5 100.0 


(3) 


for this appreciably greater number of 
females examined, compared to males, is 
being investigated. Some 55 percent 
of those examined were under 25 years 
and 3 percent were 65 years and over. 
No significant differences were noted 
between the age distributions of males 
and females. (Table 2.) 

Of those examined in the rural areas, 
about 49 percent were males and 51 
percent females. About 48 percent 
were under 25 years and 2 percent were 
65 years and over. Males and females 


(4) 


did not differ markedly in their age 
distribution. (Table 3.) 

In the urban areas the blind under 25 
years accounted for about 7 percent of 
cases compared to 55 percent of those 
examined. The urban blind, 65 years 
and over, constituted about 29 percent 
of all blind but, from Table 2, only 3 
percent of those examined. Among 
males, the blind under 25 years ac- 
counted for 12 percent of all male blind 
(compared to 4 percent among females) 
while those 65 years and over accounted 
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TABLE 3.—Individuals examined in Phase I in rural areas 


Villages Villages Villages Villages 
under 5,000 5,000 to 9,999 10,000 to 14,999 15,000 or over Total 
Age in years i.e sire Sok 2 
M F Tr M F hy M F ah M F T: M F T: 
Under a eres n oF a ames 3 | Naor 6 Ofs soe at a 29h | eee Ss Cet |e ks ee | 6 6 
42 apa seen Fe MoM ac h 130/ 101] 231] 105| 90] 195| 70] 69] 139} 59} 43! 102! 364] 303] 667 
Pe ta ty ee ted 244| 195) 439) 155] 148] 303] 98] 98] 196] 80} 60] 140} 577] 501/1,078 
15-10, 2 Peel alee 133] 135] 268] 82} 89| 171] 67] 68] 135] 40] 35] 75] 322] 327| 649 
D0 DA os ister” iA) Meee 56) 85) 141). 5% 9086] 143) 030! 33h 63) 16) 27] 43)) 150 arieeen 
pS ee ee eS 74|. 112) .186| 53}. 91] 144]. 34) 61), 95). 34] 33]. 67), 195) <297)meae2 
SUG a ere wt Oe 81|-131} 212) 75} 100] 175) 32| 65) 97| 28]: 40] 68) 216) a3Gierss2 
pels hae Peace Yipee 96] 122} 218} 70} 88] 158} 44| 55| 99) 33] 37] 70) 243) 302) 545 
AQELGee sere ot Lee eee 85, 62) 147) B71” 66} 123)" 56] 52 108/32)” 23) 55) 230) sapere 
AR AG USE DAE Cyne SR 58| 45] 103} 52) 42| 94) 28)" 25) 53) 28) 14) 42) 166) T26)eege2 
5OKS4c eh Sa ee 62! SLi 113} 43} BO} 8 S2iy eBaporaalin 45/4017) 22) 89) 1143 see 
Lie {0 Ce mea ay OC 38|-- 32]... 70}. -29|- 18] 47}, 920) 141-84) = 20) 11) 31) 07) eee 
iC Is, SII 29) 2453) 23) 241 47] 1Glera6] 32) (12) 10]. . 22) SONiz aes 
65-09 Reeth e erate ar 20 7 Pah 12 8) yAl 7 4 11 10 2 12 49 22 71 
FAV er! Sa A, nantes bill iu Se ero ee 7 1 SA ese 1 1 2} 20; 19} 39 
75 and overc ae Ae WR 6) 5 3 a sats alae | a 6| -16) Yes 
Totals es ests 1,118]1,119|2,237| 825} 894/1,719} 530} 596|1,126] 414] 360] 774|2,887|2,969|5,856 
Percents. ath oe 50.0} 50.0/100.0} 48.0] 52.0/100.0| 47.1] 52.9/100.0) 53.5] 46.5/100.0] 49.3] 50.7/100.0 
for 36 percent of the male blind (as (5) The blindness prevalence rate in urban 
compared to some 25 percent among areas was 1,437 per 100,000 with the 
females). (Table 4.) rate in males 1,198 and in females 1,600, 
a difference which was not statistically 
TaBueE 4.—Blind persons, by age significant at the 5-percent level. In 
and sex, in urban areas Attarine the rate was 1,300 and in 
Neale rine a ae Manshia 1,667 per 100,000. No sig- 
Reuse’ nificant difference was found between 
eee cee Ces eee ad ero the male and female prevalence rates at 
the 5-percent level in either of the dis- 
Ti ata ee seen ees tricts or between the districts. The 
Flues i) Uy AL LSPS Fai ena D) 2.7 above rates should be age-adjusted for 
Ce ere ae 1a aC) ie Z0 2 227 more meaningful comparisons. (Table 5.) 
15-19_____--|-----_|------ 1} 2.0 1 1.4 (6) The blind under 25 years in rural areas 
ee Pascal Seiad. ak, calcio ie accounted for some 8 percent of the 
30-34. ------|------|------ 3 | 6.1 $ (Peat TaBLE 5.—Blindness prevalence and rates, 
35-39. _----- 2) 8.0 2) 4.1 4) 5.4 by district and sex, in urban areas 
40-44___ 2. 1| 4.0 a a So) 5| 6.8 Ye 
45-49). ae ee 2 8.0 1 2.0 3 4.1 Attarine Manshia Total 
50254, 1 e450 6 \dcea |. 905 i —|— 
55 pO mee see 5 | 20.0 Gel! 1282 11 14.9 Num-] Rate per |Num-| Rate per |Num-| Rate per 
G0-6458: wie 21) S20 We 1ORIE ABA LF 490.8 ber | 100,000 [Pee | 200,000) Cea 
65-69______- 3 | 12.0 C122 Oi) 1252 
WO Aaee ee 39 fal pat) 4 8.2 i 9.5 Males ee be ea eh7 athe 23129 S15 131.5 |) 250) eto ao 
75 and over__ Bul PAO) 2 4.1 5 6.8 Female____--| 25 {1,351.3 | 24 |1,978.6 | 49 | 1,599.7 
Total_| 25 |100.0| 49 |100.0| 74 | 100.0 Total_| 42 {1,300.3 | 32 |1,666.7 | 74 | 1,436.9 
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cases (compared to 48 percent of those 
examined). The rural blind 65 years 
and over constituted some 25 percent of 
all blind but, according to Table 3, only 
2 percent of those examined. Among 
males, the blind under 25 years con- 
stituted 10 percent all male blind 
(compared to 7 percent among females) 
while those 65 years and over accounted 
for 34 percent of the male blind (com- 
pared to about 20 percent among 


females). 


(Table 6.) 


TABLE 6.—Blind persons, by age 
and sex, in rural areas 


Male Female Total 
Age in years 9 
Num- Per- Num- Per- Num Per- 
ber cent ber cent ber cent 

(Citexg kore GR, alle Se S| a ee ee IT 
Sh he 2 2.1 1 0.6 3 Ube It 
fORT4XS 8 =. 4 4.1 3 wt 7 2.6 
VoRLO Me 2. 1 haw 6 3.4 a 2.6 
20-24______- 3 3 ll 2 di 5 1.8 
7 3 3.1 2 1a 5 ike 
al) =3 0s eae 3 Se Bl 6.2 14 Sell 
31513}: 4 4.1 8 4.5 12 4.4 
40-44_______ 3 3.1 10 5.6 13 4.7 
45-49) 4 4.1 10 5.6 14 ws A 
ay: See 12 | 12.4 Zi lone 39 14.2 
Grae eam PP OR! Pasy || 1c 40 14.6 
G0-6425 2 - 13 | 13.4 34 | 19.2 47 Leo 
65-69___._-- 16 | 16.5 17 9.6 33 12.0 
= 7 8 8.2 9 ‘Sell 17 6.2 
75 and over__ 9 9.3 9 5.1 18 6.6 

Total - 97 {100.0 177 |100.0 274 | 100.0 


(7) In the rural areas the blindness preva- 


lence rate was 4,679 per 100,000. 


In 


general, the more populated villages 


(8) 


seem to have higher rates but the 
differences were not significant at the 
5-percent level. In males the blindness 
prevalence rate was 3,360 and in females 
5,962 per 100,000, the difference was 
statistically significant at the 5-percent 
level. The rates for females were 
consistently higher than male rates, 
irrespective of size of village. It should 
be mentioned that the differences be- 
tween the urban and rural male rates 
and between the urban and rural female 
rates were statistically significant at the 
5-percent level. The above rates should 
be age-standardized for more meaning- 
ful comparisons. (Table 7.) 


In view of the small number of young- 
sters under 5 years examined, as men- 
tioned above, age-specific prevalence 
rates by sex or cause were compiled 
only for individuals 5 years and over, 
starting with the age group 5-19 years. 
The urban age-specific prevalence rate 
rose steadily with age from 207 in the 
group 5-19 years to 16,667 per 100,000 
in the group 75 years and over. Marked 
increases in rates were evident in the age 
groups above age 45. This was true for 
both males and females except that the 
female rate reached its peak in the age 
group 65-74 years and then dropped 
slightly. In males, the increase from 
the youngest to the oldest group was 
from 288 to 21,429 and, in females, from 
146 to 12,500 per 100,000. Since the 
rates in the highest age groups are based 
on relatively few cases, caution should 
be exercised in the interpretation of such 
rates. (Table 8.) 


TasBLeE 7.—Blindness prevalence and rates by size of village and sex, in rural areas 


Under 5,000 5,000 to 9,999 10,000 to 14,999 15,000 and over Total 
s eee eee £e ae et LE eel ae 
4 Number] Rate per | Number| Rate per | Number| Rate per | Number| Rate per | Number | Rate per 
100,000 100,000 100,000 100,000 100,000 
NGS eae ee eee Pay I Pa (ON el 36 | 4,363.6 DUN to 9025 17 | 4,106.3 97 3,309. 
Hemalenw e222 ee 62 | 5,540.7 44 | 4,921.7 46 | 7,718.1 25 | 6,944.4 LAG 5,961.6 
Ota w= 2 eee 85 | 3,799.7 80 | 4,653.9 67 | 5,950.3 42 | 5,426.3 274 4,679.0 


TasLE 8.—Blindness prevalence and rates, by age and sex, in urban areas 


Male Female Total 

Age = —— 

Number Blind Rate per Blind Rate per Number Blind Rate per 

examined 100,000 examined 100,000 examined 100,000 
i ShO ees, 2 see ees eee ee a 1,041 3 288 .2 2 146.0 2,411 5 207.4 
DA AS is 28 Weak teen 635 3 472.4 9 751.9 1,832 12 655.0 
BE OAS S Se eet ee ee 347 10 | 2,881.8 26 | 6,419.8 752 36 4,787.2 
Oo= 748 eh OS 45 OU Soo.0 10 |14,285.7 TS TO PS. Orso 
Copan Ge OV Cre er a. ae 14 3 |21,428.6 22 500.0 30 5 | 16,666.7 
Notaleeue vars 2,082 PAs NM PADD) ste! 49 | 1,602.4 5,140 74 1,489.7 


(9) The rural age-specific prevalence rate 
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increased from 710 in the age group 5-19 
years to 66,667 per 100,000 in the group 
75 years and over. This increase, in 
males, was from 554 to 56,250 and, in 
females, from 884 to 81,818 per 100,000. 
Such increases in rate with age were 


generally found irrespective of size of 
village if there were sufficient cases in an 
age group to permit the calculation of 
reliable rates. Size of village appeared 
to have no significant influence. (Tables 
910;-and- 11) 
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(10) In urban areas the prevalence rate for 


blindness due to cataract was highest, 
525 per 100,000. Following cataract, 
with their rates per 100,000 were: 
purulent ophthalmia (409), myopia 
(175), glaucoma (78), and corneal ulcers 
due to bacterial infection (89). In males, 
blindness prevalence due to cataract 
also was highest with a rate of 432 per 
100,000. The next affections in order, 
with their respective rates per 100,000 
were: purulent ophthalmia (288), myopia 


(192), corneal ulcers due to bacterial 
infection (96), and glaucoma (48) in 
that order. In females, cataract prev- 
alence headed the list with a rate of 
589 per 100,000. The other rates in 
order of magnitude were: purulent 
ophthalmia (491), myopia (163), and 
glaucoma (98). It is interesting to note 
that the female rate for purulent 
ophthalmia was almost twice that of 
males. (Table 12.) 


TABLE 12.—Blindness prevalence and rates, by affection and sex, in urban areas 


Male Female Total 
Affection cs WW) rabhdue aden | Scene 

Number Percent Rate per Number Percent Rate per Number Percent Rate per 

100,000 100,000 100,000 
Gataractzaseessse ees 9 36.0 432.3 18 36.7 588.6 27 36.5 525.3 
Purulent ophthalmia - - 6 24.0 288 .2 15 30.6 490.5 21 28.4 408.6 
Nyo plane as sae eee 4 16.0 192.1 5 10.2 163.5 9 1232 iat 
Glaucomae=23 222 22 1 4.0 48.0 3 6.1 98.1 4 5.4 77.8 
Corneal ulcers !_____-- 2 8.0 OG 5d Sai Sree | ee | ee 2 Pref 38.9 
Other affections______-_ 3 12.0 144.1 8 16.3 261.6 11 14.9 214.0 
Lotalwe se eats 25 100.0 | 1,200.8 49 100.0 | 1,602.4 74 100.0 1,489.7 


1 Due to bacterial infection. 


TABLE 13.—Blindness prevalence and rates, by age and affection, in urban areas—Both sexes 


Affection 
Age Glaucoma | Myopia Purulent Corneal Cataract Other Total 
ophthalmia ulcer 1 affections 

Number 
BLO 2k Ce 5 ee LS 8 See) ee ees EL | ee 4 5) 
QOSCE NE eres Be ee ee ees 1 6 1 1 2 12 
PSE 01: SO SERS AA UGA Ns eee oman ae me 2 rey | gles eps eae 15 4 36 
Ca oer Ne Ie ae Me RE El Da OR 1 (05) | ens ee $3) noe 16 
GD) ano Ver seers eed et bo eS J oie 2 Oe ee ity | Vee at ak 3 1 5 
Ao Geile hee oe oe ee, 4 21 2 vai 11 74 

Prevalence rate per 100,000 

OL OS 20 page ee ee a Se rae | EE ec eee oe | ene A SD ese, aoe 165.9 207.4 
DAA Oe ok Pee 15 cea a Die Be 54.6 54 SPAT 54.6 54.6 109.2 655.0 
Ab—OAs Ua Say ey LG Aa abe oo) Ue: 266.0 930 DOGS ESii eee ee 1,994.7 531.9 4,787.2 
O5=(4i) 258s oer (as es Bad eee 869.6 869 Hae, (ea |e, Seems ae 695656 1) a4 32 ee 13,913.2 
‘GD BO: OVOL Ese oo ae a eee See ie tll ee DMOOO On eee eee 10,000.0 3,000.0 16,666.7 
Po tale te Sie ieee 2 ee 77.8 75 408.6 38.9 GANGS 214.2 1,439.7 


1 Due to bacterial infection. 
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The cataract prevalence rate rose with 
age in both sexes but leveled off in 
females at age group 65-74 years. The 
purulent ophthalmia rate reached its 
peak in the age group 65-74 years but 
kept on increasing in males. The small 
number of cases in the highest age 
groups means that the rates of each age 
groups should be interpreted with cau- 
tion. (Tables 138, 14, and 15.) 

As concerns etiology, senile degeneration 
had the highest prevalence rate, 525 per 
100,000. Infectious diseases followed 
with a rate of 447. The former rate 
showed sharp increases with age starting 
with the age group 45-64 years while 
the latter rate showed marked increases 
starting with the age group 20-44 years. 
(Table 16.) 

When cases were tabulated by affection 
and etiology, two major entities, namely 
cataract-senile degeneration and puru- 
lent ophthalmia-infectious diseases, ac- 
counted for almost two-thirds of the 
cases. (Table 17.) 


(11) In rural areas the prevalence rate for 


blindness due to purulent opthalmia was 
the highest, 2,187 per 100,000 popula- 
tion. Next in magnitude were the rates 
for cataract (1,539), corneal ulcer due to 
bacterial infection (876), and glaucoma 
(325). In males, the rate for purulent 
ophthalmia led the list with 1,385 per 
100,000 followed by rates for cataract 
(1,039), corneal ulcer due to bacterial 
infection (312), and glaucoma (277). 
The highest rate in females were that 
of purulent ophthalmia, 2,869 per 
100,000, followed by cataract (2,025), 
corneal ulcer due to bacterial infection 
(439) and glaucoma (871). For every 
affection indicated above, the female 
rate exceeded the male. The female rate 
for purulent ophthalmia was over twice 
that for males while for cataract it was 
almost twice the male rate. (Table 18.) 
The rate for purulent ophthalmia in- 
creased with age from 334 per 100,000 
in age group 5-19 years to 14,545 in age 
groups 65-74 years, after which it 


TABLE 14.—Blindness prevalence and rates, by age and affection, in urban areas—M ales 


Affection 
Age 
Glaucoma Myopia Corneal Cataract Other Total 
ophthalmia ulcer ! affections 

Number 
cil) I Ret Tae om iere ee eee en Feo Oe IRR re eee, ber bk LB al Re Seer eee z, 3 
PAVIA RIE Ey tot iw Neate || Pe ea pea rats oe eee 1 gS eee ees 3 
AOA e os ae 1 2 Oak eee ede 3 1 10 
yi ee becca el tee Cilia 1 Dae gly & Bee BoP as elt 6 
VS 0G) OWS See See Le < eR ee ye ee eee oe Lig | Soe Oe eee? Dalaba eS 3 
ota laeee ss = ae eee 1 4. 6 2, 9 3 25 

Prevalence rate per 100,000 

Fhe NG) eles Ap a elle aa Seen a. spy pl SNe a ae sO LY Gye HEY ae Sy e ee 192.2 288.2 
A ee ot 2) 0 ps tn las © ee BIN 2s a US ay eee tn a tect 1570 BESS PENS alleen ea eee 472.4 
LS GYR Sean SC A Pe SE oe 288 .2 576.4 S6446 3 peew aa es 864.6 288.2 2,881.8 
roe Ene Ne ge N ae SEAR | 8 Lan |. ee RT lw Dy pe A Aaa yA | LU ee. GA66620) eae ee ese 13,333.38 
ony Pores Saigel ae io Mapa i oa MRE a AP ie ne Ue A pe pa Vea VAR a ORC arn ae T4298558 [Lees sees ce 21,428.6 
aT bi Leeeee eaeier, Sire eran eee 48.0 192.1 288.2 96.1 AZ2°S 144.1 1,200.8 


1 Due to bacterial infection. 
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TABLE 15.—Blindness prevalence and rates, by age and affection, in urban areas—Females 


Age 


Affection 
Glaucoma Myopia Purulent Corneal | Cataract Other Total 
ophthalmia ulcer } affections 

Number 
Oe A ts eT er eres Seep SOE Ira ENS va MES ae Te 2 Pe 
PG iter ol es Gig pee ere || be ec ee Pe 9 
1 5 £5 a [se trae Rac 12 3 26 
IP | spt See os | ee es ee eae Oi eek ee ee 10 
7 Aa ee el ies ee ye ye Oe oN cL een 1 1 Z 
3 5 Bey esas ee 18 8 49 

Prevalence rate per 100,000 

See ek Se | eS ON (Se SP wee | oh a ae 146.0 146.0 
Sore ee eee SQL eSiBl es wees see ee se 167.0 CNS 
246.9 1,234.6 P2840 glee cee 2,962.9 740.7 6,419.8 
Lee tee BTL ree ee 7149/0 te 14,285.7 
So Mes ot as | pes Ee 2 P| ergs ee ee | ee 6,250.0 6, 250.0 12,500.0 
98.1 163.5 490250 (ei 5 ee 588.6 261.6 1,602.4 


1 Due to bacterial infection. 


TABLE 16.—Blindness prevalence and rates, by age and etiology, in urban areas—Both sexes 


Etiology 
Age 
Infectious Injuries Senile Vascular Prenatal Unknown Not 
diseases and Diabetes degen- diseases influences to reported or Total 
poisonings eration science determined 
Number 
ta dS eR se ep | es pele See amen Vs Se Py ie ee RR Sek oe ered ln Les eee 3 5 
DAR: 2 = Facet ey, ole eee (oes | ete, eee | eee oe est if Sth 8 oe Ee ee PO eee 1 3 12 
BSH OA red des 2 es ah rm 6 8 1 3 LD ga es ee | ee ee 2 7 36 
GDL TEU biter see eee, GP Rs aed Al Sa | eee Skee eye SARL eae any oe 1 1 16 
OVANONOV.EI a er ee ge ae eae are | ee ih CAC eve ae aren es SU Ene ee are 1 5 
otal pe saree 23 1 3 DATE ey ete a 1 4 15 74 
Prevalence rate per 100,000 
RO 5 oe a bowls sot 2. ATS ef sel op sie Po Ean ate| Madey ae 2! OMS es ee AL ide et eee Se 124.5 207.4 
DOSE AB A ra ok 2 Seo al | eters eee | Oh eens by A aye ee ori la Ree 54.6 163.8 655..4 
She OA ge Lak iy een 1,063.8 133.0 SOQAOT EV GOA sia Paes remote eae |e eee 266 .0 930.9 4,787.2 
GDSTAS Bais rh) ta LSA Wiese: | Whe ap Sane ee, Ge camen st O95 O67 2 eae ree | ee eee 869.6 869.6 | 13,913.2 
(Lang OVeT ease aes SigOOO NO leon ee | aoe rere ie LO SOO OO Stee eee S| Sree ae ee oe | 3,338.3 | 16,666.7 
‘Rota sae ae 447.5 19.5 58.4 LO a | ee eee ee 19.5 17.8 292.0 1,439.7 


TaBLE 17.—Blindness prevalence, by affection and etiology, in urban areas—Both sexes 


Etiology 
Affection 
Infectious Injuries Senile Vascular Prenatal Unknown Not 
diseases _and Diabetes degen- diseases influences to reported or Total 
poisonings eration science determined 
Number 
COU UYDOTEOD cs meee roel fn aa eS AR pt es lt GS cree a Claes a ee Ay |e ee 4 
eR I Pee ed es ere oe Se Ro ee gs od i eee ee 9 9 
Purulent ophthalmia -_ - Yahi) ons AMR CPN ES edt IO NM x Sal ce tml We hls a | Me a lesa (Exe ole ee 21 
Corneal. ulcer !_______- A ERG ee Ae | ie nee ea ces | eet eee ws Een ese 2 ey Ce RSM Cee pee 2 
CHIARA. .2 SS oe Se eee Mr Ti eRe Re na Me aN LON i Ae Bs | Pa Se a 
Othermatiections.-...\..|_ 2... 1 SS ls aati WO | aM a tI le oe, Pt 6 ili) 
PRO Galle: oe 23 1 3 Dil Wael i} 4 1S 74 
Percent 
6 EST EL a oe be Cea ya 2S ea ee ed Oe a ee ee 5/4 |e eee 5.4 
2 De oo yee a Uae Dae Oe 2 eee cm (8 Se A A gn (Ne ae PAG 72 1222 
Purulent ophthalmia _ _ Desf sc fe lf a oy ln evar od does [bed geal A RR OR gs toe (RR gh et Sy 28.4 
Corneal: ulcer }_______- DU, eee ere OT eae meee ON eR CO Ok ABO [eee 8 Pc co a LE A eae Po ta a Dat 
(CE DEY a ys yn | a Sete | Cane ee es mM | ny ey ee = || a 36.5 
Other affections__-___ 5 || ae 14: Bi Lads SOU ser & Dec tees ch Hk eee Mr peee HEA? al eee bee es oa 8.1 15.0 
“TGtGy ee 2 ee ee ob. E 1.4 4.1 BONG | rere ewe 1.4 5.4 20.3 100.0 
1 Due to bacterial infection. 
TaBLE 18.—Blindness prevalence and rates by, affection and sex, in rural areas 
Male Female Total 
Affection a a 
Number Percent Rate per Number Percent Rate per Number Percent Rate per 
100,000 100,000 100 ,000 
Purulent ophthalmia- - 40 41.2 | 1,385.5 83 46.9 | 2,801.2 123} 44.9 2,102.6 
GntaraGhet =.= a2 30 30.9 | 1,039.1 60 Solo 202570 90 B29 1,538.5 
VIO [ot eee nee aves eee Me SN Mere 2 a 2 boll 67.5 2 OF 34.2 
Corneal ulcer !_______- 9 9.3 Silene 13 bse 438.7 De, 8.0 376.1 
Claucoma-——---.-- 2 8 8.2 Dy alk 11 6.2 Bikey 19 6.9 324.8 
Other affections___-__-_- 10 10.3 364.4 8 4.5 270.0 18 6.6 BLO 7 
pic tami 1 eo 97 100.0 | 3,359.9 177 100.0 | 5,973.7 274 100.0 4,683.8 
1 Due to:bacterial infection. 
decreased somewhat. This was true rate of 83 per 100,000 in age group 5-19 


for both males and females with the 
female rate considerably higher than the 
male rate in each age group. The 
cataract rate increased with age from a 


years to 40,740 in age group 75 years 
and over. The female rate greatly ex- 
ceeded the male rate in each age group. 
(Tables 19, 20, and 21.) 
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TABLE 19.—Blindness prevalence and rates, by age and affection, in rural areas—Both sexes 


Affection 
Age 
Glaucoma Myopia Purulent Corneal Cataract Other Total 
ophthalmia ulcer } affections 
Number 
eel 9 Naa a ACY ae aA SINE FRR REE EMS i Es SOLS Be Ae ye 8 1 Pe 6 17 
oi. Meniketti eben gee iy deme eS! ON SOE TI ee a A 1 38 iS 3 4 49 
AOAC a par |S ae ea ek ag eee 13 1 58 14 49 5 140 
GOs FAS eos Er OS Se aa A fine eae e eS 16 a 25 2 50 
Oran! OVETES es. eee eS Ae RU © 3 1 11 1 18 
fibro: ) ees tee niceeene PE. MOYO ER, 19 Be 23 22 90 18 274 
Prevalence rate per 100,000 
Lil U8 Ie Mae ae em om 180 aint Wee Poppet cca llth Coes TN) Pe | eee ele le 334.2 41.8 83.5 250.6 710.1 
PAA 0s Se Se fee Ray EU he Uopeat iaiey e o ORPD o 41.5 LeSTORD 124.4 124.4 165.8 2,031°5 
A oc: Ween Sees kel Cees Peres Cee ee ee 1,433.3 LOS 6,394.7 1,548.5 5,402.4 551.3 15,4385.5 
A i a i OE eg Ly SROSOs44 || see cee aeeeene 14,545.5 74 LOA av PON oe: 1,818.2 45,454.5 
CRSY EH Oe Wohigsi pees ene on ee yee eed el ISA Os oes eet VAL aah ol Se Ode tu) 400A One Si AUB) 66, 666.7 
yay 2 ene oe eed ane UR Leos 324.8 3442 2,102.6 376.1 lroosno SU 4,683.8 
1 Due to bacterial infection. 
TABLE 20.—Blindness prevalence and rates by, age and affection, in rural areas—M ales 
Affection 
Age Glaucoma Myopia Purulent Corneal Cataract Other Total 
ophthalmia ulcer ! affections 
Number 
OSLO sey 5 eee Ln Se ee ST el 2 Ses ARAL 2 See OE oe i a 
D0 SADA eee Det 2h A ee eet ee) eee oe 12 a se caper Pe 16 
A 5-645 Sirs aes eerie Tere AS Eee re eee 19 5 11 Py 41 
G5 (ASE a eens eed oe cal a Dial eactehs ae te 6 De 13 1 24 
Osea OVOL. aes me es ee Cd 7A RS OA IWR is bed a Ve 6h eee 9 
SECO C7 Rac een eens Sa (i RY eae tl 40 9 30 10 97 
Prevalence rate per 100,000 
ts Test 9 la habe rept A aan Gn URN label A [na Hosta Sebel eA ye oe mo PSA y lees eee ae | ie eee nape 396.0 554.2 
DOA ety 2a Nee al as Mn Ee) ot ama pag bee eae ata eee JB hr «|e SO Me DeLb0E5 TO esq | eee ee ane 191.8 1,534.0 
CEE 0 eae ee ene ceay. Seren PE ete he SOG; 55a ae 3,830.6 1,008.1 PA PANT 7 403.2 8,266.1 
65 =f 4 ees sores. orl td SIRE sees | 2ESOSEOt |e. ee 8,695.7 2,898.6 | 18,840.6 1,449.3 34, 782.6 
OLA OVCT x ie ae Bede cas eh re ae 1200205 ae ees Ge2505 Oe |= ase SOOO |= aa 56, 250.0 
4 DO HH Ba Rye ihes yiMk = f bye Dol ere add PAA pe WAV ee ers 1,385.5 Sulla if 1,039.1 346.3 3,359.9 


1 Due to bacterial infection. 
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Affection 
Age 
Glaucoma Myopia Purulent | Corneal Cataract Other Total 
ophthalmia ulcer } affections 
Number 
ali eee eh SS SETS ps le _ wiles HG. ae Rel erMers  e 8 6 1 2 1 10 
Phi. sae gee eee De = Oe Oe OR [Ee 1 26 1 3 2 33 
SUED 1 oie Ba a 9 1 39 9 38 3 99 
Gj Aeeenee Cee Oo Perert vety Serle eck 2h | Rema Be 10 1 12 1 26 
74 QING! OGRE S EE 2 Ree ee ee oe oe ee ee 2, 1 5 1 9 
Pots leet Se ee te il 2 83 13 60 8 WCF 
Prevalence rate per 100,000 
Se. oe EE | (ee ee 530.5 88.4 176.8 88.4 884. 2' 
PAQUIN a ie a el ee BO 1,899.2 eax 219.1 146.1 2,410.5 
Bag Ea eS Se eed eee 2,189.8 243.3 9,489.1 2,189.8 9,245.7 729.9 24,087 .6 
OS (0 2 ae i re rr 2 othe Ol ae ae ae 24,390.2 2,439.0 | 29,268.3 2,439.0 63, 414.6 
RATT OMOIV CI mee eter 8 Be whee eee Pl REI 18,181.8 9,090.9 | 45,454.5 9,090.9 81,818.2 
“UGE Ps Ay Se a Sie, 67.5 AO 438.7 2,025.0 ZiOn0 i Ores 7h 
1 Due to bacterial infection. 
TABLE 22.—Blindness prevalence and rates, by age and etiology, in rural areas—Both sexes 
Etiology 
Age 
Infectious Injuries Senile Vascular Prenatal Unknown Not 
diseases and Diabetes degen- diseases influences to reported or Total 
poisonings eration science determined | 
Number 
iSenI|\O) a ae 9 a RCN ae 2 ar | Se on | Ooh Says ees es 33 LG, 
ORL TRS BOR re Cis Se 7a Kae ae eae AE Dy | Re ea Se 7 Neil See > eas ae il 49 
LS Vil a ees a ee Ce | ieee ate ee a eee eee ASG Sih th 3 13 2 140 
00-74 ae 19 Geil Seren ee lee ie | Se ae Allee Sie Sots 50 
US Die FON Gi A 2 en 1 bl (a ae 2p A GR ee 2 1 18 
RO tal me See oc 148 "330 |e ee 86 1 10 19 f 274 
Prevalence rate per 100,000 
SG) 5 ed a ee 376.0 fee el ys ae ae eh eRe co lL Ng a gee 1254 disease 125.4 CAD SI 
PA ee L(A lbs gee eben se Lk Sore eee = ae LGDES) | Sae eas 41.5 2,031.5 
ALSO 6 Ue ae ee SE PSM ae Wey ethene ee ES PAL DAD | |x ee oe 330.9 | 1,483.3 DADs |) Ui, & 
(T= C hk eee 17,272.8 OOO Ne | Sane: PDA (OA 3 ODOR yi Sa sees Fe SOS GNAM eee. 2 oe 45 , 454.5 
MEAN OON CTs 5-5 ae CAPS NAS open ee ge AQSTAQ 2 (ss See ee eee 2 7,407.4 | 3,703.7 | 66,666.7 
‘Wor eae ee 2,530.0 Pa Mosel ees tte 1,470.1 eel 170.9 324.7 119.7 4,683.8 


TaBLE 21.—Blindness prevalence and rates, by age and affection, in rural areas—Females 
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With respect to etiology, infectious 
diseases had the highest rate, 2,530 per 
100,000. Senile degeneration followed 
with a rate of 1,470. This is just the 
reverse of the situation in the urban 
areas. The rate for infectious diseases 
rose sharply in the age group 20-44 years 
and continued to increase until it hit a 
peak of 17,273 per 100,000 at age group 
65-74 years and then decreased some- 
what. The rate for senile degeneration 
rose sharply in the age group 45-64 years 


reached a peak of 40,741 per 100,000 
in the age group 75 years and over. 
(Table 22.) 


An analysis by affection and etiology of 
the rural cases revealed that purulent 
ophthalmia-infectious diseases and cata- 
ract-senile degeneration together ac- 
counted for over three-quarters of all 
rural cases. (Table 23.) 


Since the above data are preliminary findings, 
no attempt will be made in this paper to 


and continued its upward trend. 


It 


interpret their meaning. 


TasBLE 23.—Blindness prevalence, by affection and etiology, in rural areas—Both sexes 


Etiology 
Affection 
Infectious Injuries Senile Vascular Prenatal Unknown Not 
diseases an Diabetes degen- diseases influences to reported or Total 
poisonings eration science determined 

Number 
Glaucoma eck = Se eee |e se Pe ee oe ot ee 2s ee ee (| | 19%) |: ee 19 
Miyopias 2 ne ahs 2 Na oie he oad PR cele ere LS Oe a 2° | slo Se ee ee 2 
Purulent ophthalmia - - TOR. to oak har sy eh ee eh eee 2 Re CS |e 2, ce | 123 
Corneal ulcers2 3222. DO on asco ees el ea NL ure TS a ee Oe es ees | ee 22 
Cataractiiecen tee | eee ae Ph ie See ee SGN) aeOr eS 1 |e ee 1 90 
Other affections__--_-_-_- 3 LY | See eee | ree eee 1 he eta es 6 18 
Rota] e seers 148 Sy ieee ey See 86 i 10 19 a 274 

Percent 
Glaicomiaks 4 2 Sep Se Be ELE Se te Fae | IR Niele a | ees | Ce 6.9) |b 22 esee 6.9 
Miyo pias Ler Le aie | ot At he we i eee Le I rl O17 Nee <n oellhaeeele OV" 
Purulent ophthalmia_- - 0 Dt rs ae eee ree | MR eee P.O Sie evel ie elle e ole 44.9 
Cornealsulcers22e 2 ee BiiOe tise 2s bee es apa Se 2 DN ht | ee | 8.0 
Cataract aes dees Ubi Ny lB el eal ae One Be eee. St 4 ye eee 0-47 Eee 0.4 32.8 
Other affections_______ Al (Oe Ua i weesorsret os ae Meg 0.4 DG Pa eee DP) De 6.7 
AMO ee ee 54.0 1 Pe (| Se ee 8 31.4 0.4 3.6 6.9 220 100.0 
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APPENDIX F 


LIST OF PARTICIPANTS 
FIFTH ANNUAL CONFERENCE 


Model Reporting Area for Blindness Statistics May 19-20, 1966 


State Agencies 


Model Reporting Area States 


Connecticut Board of Education and Services for the 
Blind 
Mrs. Cecelia Laine, Registrar 
H. Kenneth McCollam, Director 
Kansas Department of Social Welfare 
Miss Marguerite Blase, Medical Social Work 
Consultant, Services for the Blind 
Harry E. Hayes, Director, Services for the Blind 
Louisiana Department of Public Welfare 
William V. Bridges, Director, Division for the Blind 
Miss Evalena Ford, Medical Social Consultant for 
Eye Services, Division for the Blind 
Massachusetts Department of Education 
Miss Christine McLaughlin, Medical Consultant, 
Division of the Blind 
Miss Mary E. McLaughlin, Supervisor, Division of 
the Blind 
John F. Mungovan, Director, Division of the Blind 
Michael L. Sullivan, Supervisor of Research, 
Division of the Blind 
New Hampshire Department of Health and Welfare 
Carl Camp, Supervisor, Services to the Blind 
New Jersey Commission for the Blind 
Joseph Kohn, Executive Director 
Mrs. Mary Tomasulo, Registrar 
New Mexico Department of Public Welfare 
H. J. Hebbeln, Supervisor, Division of Services for 
the Blind 
Miss Concepcion Romero, Registration Assistant, 
Division of Services for the Blind 
North Carolina Commission for the Blind 
Miss Christine Anderson, Supervisor, Social Service 
Division 
Mrs. Marie Norris, Registrar 
Oregon Commission for the Blind 
Mrs. Grace Sokolow, Social Worker 
Clifford A. Stocker, Administrator 
Rhode Island Department of Social Welfare 
E. Lyman D’Andrea, Administrator, Division of 
Services for the Blind 
South Dakota Service to the Blind and Visually Handi- 
capped 
Tim J. Reaves, Rehabilitation Counselor 


Utah Division of Rehabilitation 
Donald W. Perry, Supervisor, Services for the 
Visually Handicapped 
Vermont Department of Social Welfare 
Miss Virginia Cole, Director, Services for the Blind 
Mrs. Christine T. Jeffrey, Office Manager, Services 
for the Blind 
Virginia Commission for the Visually Handicapped 
William T. Coppage, Director 
Edward Musser, Director of Research and Statistics 
Non-Model Reporting Area States 
District of Columbia Department of Vocational Re- 
habilitation 
Stephen A. Gambaro, Chief, Division of Services 
to the Visually Impaired 
Norman W. Pierson, Director 
Georgia Department of Education 
Mrs. Clare C. Curtin, Registrar, Services for the 
Blind 
T. M. McCollum, Assistant Rehabilitation Program 
Supervisor, Services for the Blind 
Maryland Department of Education 
J. Leo Delaney, Assistant Director for Finance and 
Statistics, Division of Vocational Rehabilitation 
George W. Keller, State Supervisor, Services for the 
Blind, Division of Vocational Rehabilitation 
Michigan Department of Social Welfare 
Dr. Edward Fitting, Supervisor, Division of Services 
for the Blind 
New York Department of Social Welfare 
Oscar Friedensohn, Director, Commission for the 
Blind 
Mrs. Cathleen F. Lawlor, Supervising Consultant 
on Eye Health, Commission for the Blind 
Texas Commission for the Blind 
Burt L. Risley, Executive Secretary-Director 


National Voluntary Agencies 


United States 
American Foundation for the Blind, Inc. 
Dr. Milton D. Graham, Director, Department of 


Research 
Robert L. Robinson, Research Associate, Depart- 
ment of Research 
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National Society for the Prevention of Blindness, Inc. 
Mrs. Elizabeth M. Hatfield, Consultant in Statistics 
Dr. Ralph G. Hurlin, Chairman, Subcommittee on 
Classification, Committee on Operational Re- 
search 
Canada 
Canadian National Institute for the Blind 
Miss Susan J. Hennighausen, National Supervisor, 
Prevention of Blindness and Eye Service Depart- 
ment 


Private Agencies 


Catholic Guild for All the Blind 
Rev. Thomas J. Carroll, Director 
Dr. Leo H. Riley, Director, American Center for 
Research in Blindness and Rehabilitation 
Morgan Memorial, Inc. 
Dr. Gordon B. Connor, Director, Professional 
Services 
Rehabilitation Codes Inc. 
Dr. Maya Riviere, Principal Investigator 
Research to Prevent Blindness, Inc. 
Albert V. Burns, Director of Public Information 
Russell Sage Foundation 
Robert A. Scott, Ph. D., Project Director, Social 
Science and Work for the Blind 


Universities and Schools 


Brandeis University 
Dr. Marianne L. Simmel, Professor of Psychology 
The John Hopkins University 
Dr. Victor A. McKusick, Professor of Medicine, 
The Johns Hopkins Hospital 
Massachusetts Institute of Technology 
John K. Dupress, Managing Director, Sensory 
Aids Evaluation and Development Center 
Miss Sylvia Tufenkjian, Psychologist, Sensory Aids 
Evaluation and Development Center 
Perkins School for the Blind 
Carl J. Davis, Head, Department of Psychology and 
Guidance 
Frank Lavine, Librarian 
University of Alexandria, Alexandria, Egypt 
Dr. Mohyi-Eldin Said, F.R.C.S. Ed., Professor of 
Ophthalmology, Faculty of Medicine 
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Federal Agencies 


Library of Congress 
Bernard G. Dumais, Assistant Head, Management 
Section, Division for the Blind 


‘Public Health Service 


Bureau of State Services 
James B. Donnelly, Public Health Advisor, 
Neurological and Sensory Disease Service 
Program, DCD, Region II—New York 
Regional Office 
Michael J. Posta, Public Health Advisor, 
Neurological and Sensory Disease Service 
Program, DCD, Region I—Boston Regional 
Office 
Otis D. Turner, Chief, Program Studies Section, 
Neurological and Sensory Disease Service 
Program, Division of Chronic Diseases 
National Center for Health Statistics 
Kenneth W. Haase, Assistant Chief, Survey 
Methods Branch 
National Institutes of Health 
National Institute of Neurological Diseases and 


Blindness 

Mrs. Frances V. Dearman, Information Spe- 
cialist 

Irving D. Goldberg, Assistant Chief, Biometrics 
Branch 

Dr. Hyman Goldstein, Chief, Biometrics Branch 

George J. Inada, Statistician, Biometrics 
Branch 

Ronald L. Jacobson, Statistician, Biometrics 
Branch 


Allen R. Lewis, Statistician, Biometrics Branch 

Mrs. Helen B. Moorhead, Medical Record 
Librarian, Biometrics Branch 

Mrs. Marie M. Sarchin, Medical Record 
Librarian, Biometrics Branch 

Dr. Alan E. Treloar, Special Assistant to the 
Director (for Biometry) 

Dr. David L. VerLee, Ophthalmologist, Epide- 
miology Branch 

Paul G. Waugaman, Administrative Officer, 
Collaborative and Field Research 

Dr. Russell R. Widner, Ophthalmologist, 
Biometrics Branch 
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